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Grief is a normal psychological and emotional process occurring in response to a 
significant loss, but a small proportion of people develop Prolonged Grief Disorder 
(PGD) – a proposed clinical syndrome characterised by debilitating persistent grief 
reactions post-death. Acceptance and Commitment Therapy (ACT) has demonstrated 
effectiveness in helping people cope with a range of life challenges. However, limited 
research has examined ACT mechanisms of therapeutic change in grief or psychological 
distress among individuals living with serious illness, or for those caring for a loved one 
with serious illness through to bereavement. The primary aims of this thesis were to 
investigate the ACT variables of acceptance and valued-living in adjustment at end of 
life amongst patients and in bereavement for carers. It also tests the feasibility of an 
ACT self-help intervention for carers of patients in palliative care.  
A conceptual review was conducted and a model proposed to describe the 
potential roles that acceptance and valued-living play in adjustment to serious illness 
and bereavement.  
Study 1 constituted a cross-sectional survey of 97 bereaved university students 
in order to explore the relationships between grief with acceptance and valued-living.  
Acceptance was a strong predictor of grief and valued-living predicted variance in grief 
above and beyond acceptance.  
Study 2 then explored the relationships between pre-loss grief and acceptance 
among 73 patients in palliative care. It showed that acceptance was a strong predictor of 
pre-loss grief, and accounted for variance above and beyond anxiety and depression. 
For Study 3 a pilot randomised controlled trial tested the feasibility of an ACT self-help 
intervention for carers of patients in palliative care. Carers participated and completed 
measures of acceptance, valued-living, grief and psychological distress at baseline 
(N=55), 1-month following baseline (N=44) and 6-months following the death of their 
loved one (N=29). Results showed that the self-help intervention was overall feasible 
and acceptable to carers, and revealed promising trends primarily for improving 
acceptance and psychological distress.  
Study 4 involved a cross-sectional survey of 46 clinical staff working in 





on their capacity and willingness to act as referrers to a self-help intervention for grief. 
Results showed that attitudes toward PGD as a diagnosis and intervention for grief were 
associated with perceived acceptability of self-help intervention for carers, and thus 
warrant addressing in future implementation trials.  
The results of this series of studies provide preliminary evidence that acceptance, 
and to some extent valued-living, are likely mechanisms of therapeutic change in 
psychological distress and grief for individuals at end of life or in bereavement. An 
ACT self-help intervention was also found to be a viable intervention option for carers 
but would require positive staff attitudes and structures for successful implementation. 
Overall, the results of this thesis point to the potential merit and need for further 
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 Introduction and Aims Chapter 1:
 
1.1 NORMATIVE AND PATHOLOGICAL GRIEF REACTIONS 
Grief is a painful yet common and normal reaction to the impending or actual loss 
of a loved one. While bereaved individuals naturally find themselves longing for their 
loved one and withdrawing from usual activities, in the months that follow most find 
ways to adapt to the loss without the need for specific intervention (Bonanno et al., 
2002; Waller et al., 2016). However, estimates suggest a minority of approximately 
10% of individuals may experience a prolonged maladaptive response to loss, which 
places them at risk of long-term mental and physical health impairments that impact 
quality of life (Latham & Prigerson, 2004; Prigerson et al., 1997; Silverman et al., 
2000). This intense, persistent and disabling form of grief is known as Prolonged Grief 
Disorder (PGD; Prigerson et al., 2009), alternatively called complicated or pathological 
grief. The clinical marker for PGD has been defined by the severity, persistence (greater 
than 6 months), and functional impairment of the grief symptoms rather than the 
presence or absence of a qualitatively distinct set of pathological symptoms to that of 
normal grief (Holland, Neimeyer, Boelen, & Prigerson, 2009; Prigerson et al., 2009). 
Individuals with PGD experience intense yearning and longing, pangs of painful 
emotions, preoccupying and intrusive thoughts, a disturbing sense of disbelief, 
avoidance of situations and activities that serve as reminders of the loss, reduced 
interest and engagement in ongoing life, and feelings of anger, bitterness, and resistance 
to accepting the reality of the loss (Shear & Shair, 2005). PGD is considered for 
inclusion in the upcoming 11th edition of the International Classification of Diseases 
(Maercker, Brewin, Bryant, Cloitre, Reed, et al., 2013). 
PGD is associated with poor psychosocial and physical outcomes, including 
anxiety and depression, increased suicidality, poor social functioning, fatigue, poor 
general health and health behaviours (Boelen & van den Bout, 2008; Latham & 
Prigerson, 2004; Prigerson et al., 1997). PGD has been shown as a distinct construct 
from bereavement-related depression, anxiety, and Post Traumatic Stress Disorder 
(Bryant, 2014; Prigerson et al., 2009; Shear et al., 2011), with validated treatments 
specific to PGD demonstrated as distinct from those for other disorders (Shear, Frank, 
Houck, & Reynolds, 2005; Shear et al., 2011). It is therefore important to continue a 
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research agenda for the diagnosis and treatment of PGD in order to ultimately reduce 
the personal and societal toll it incurs (Prigerson et al., 2009). 
 
1.2 PALLIATIVE CARE AND GRIEF 
1.2.1 Palliative care 
Palliative care is described by the World Health Organisation (WHO) as an 
approach that improves the quality of life of patients and their families who are 
confronted with life-threatening illness (WHO, 2015). To be consistent with this 
definition the patient does not necessarily need to have progressive disease with little or 
no prospect of a cure. However, in typical practice (e.g., Lynn & Adamson, 2003; 
Mitchell, Noble, Finlay, & Nelson, 2012) and in this thesis, the term palliative care is 
used synonymously with end of life care. In Australia and other countries, the growth 
and ageing of Australia’s population coupled with an increase of chronic and generally 
incurable illness is placing an ever increasing demand on palliative care services 
(AIHW, 2015). At the same time, recent reports project large reductions in the 
availability of carers over the coming decades, due to factors including the ageing 
population, more complex and diffuse family structures, and less connection within 
communities (Hill, Thomson, & Cass, 2011; Redfoot, Feinberg, & Houser, 2013). The 
contribution of caregivers to the Australian economy is estimated at over 40 billion 
dollars per year and is so large that it is unlikely an insurance scheme could fully fund 
its replacement (Access Economics, 2010; Productivity Commission, 2011). Thus, there 
is a need to better understand how to best provide psychosocial support for patients and 
their carers so as to minimise suffering and uphold effective functioning (Harding, List, 
Epiphaniou, & Jones, 2012; Williams & McCorkle, 2011). 
 
1.2.2 Anticipatory grief in palliative care 
Anticipatory grief occurs in response to impending loss of life as well as identity, 
function, hopes, and future plans (Cheng, Lo, Chan, Kwan, & Woo, 2010; Mystakidou 
et al., 2005). As such, it is ubiquitous among patients and carers in palliative care who 
are confronted by incurable disease. Anticipatory grief often manifests with similar 
features to that of depression, although they have been demonstrated as distinct 
(Chiambretto, Moroni, Guarnerio, Bertolotti, & Prigerson, 2010) and responsive to 
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different therapeutic approaches (Hultman, Reder, & Dahlin, 2008; Mystakidou et al., 
2005; Periyakoil & Hallenbeck, 2002). 
It is important to identify individuals experiencing high levels of anticipatory grief. 
Anticipatory grief in patients is associated with anxiety, depression, and hopelessness 
(Mystakidou et al., 2008; Mystakidou et al., 2005). Predictors of anticipatory grief in 
patients include younger age, female gender, having undergone surgery, and receiving 
strong opioids (Mystakidou, Tsilika, Parpa, Katsouda, Sakkas, et al., 2006).  
High levels of anticipatory grief in carers has been associated with stress (Butler 
et al., 2005), depression and anxiety disorders (Hudson, Thomas, Trauer, Remedios, & 
Clarke, 2011; Sanders & Adams, 2005), and PGD (Lichtenthal et al., 2011; Nanni, 
Biancosino, & Grassi, 2014; Thomas, Hudson, Trauer, Remedios, & Clarke, 2014). A 
recent systematic review found that carers of patients in palliative care with higher 
levels of anticipatory grief were more likely to report poorer health, previous stressful 
life events, previous or current depressive symptoms, low levels of hope, and use of 
emotional coping strategies (Nielsen, Neergaard, Jensen, Bro, & Guldin, 2016).  
Different illnesses and illness trajectories are also important considerations for 
potential divergent reactions to impending death. Johansson and colleagues (2013) 
compared endorsement of items on the Anticipatory Grief Scale (AGS; Theut, Jordan, 
Ross, & Deutsch, 1991) between carers of patients with dementia and carers of patients 
with cancer. They found that carers of patients with cancer showed greater endorsement 
of items indicative of difficulties in adjustment, such as, preoccupation with thoughts 
about the patient’s illness, difficulty sleeping and lack of interest in activities. In 
comparison, carers of patients with dementia showed greater endorsement of items 
indicative of adaptation to a life without the patient. These included feeling detached 
from the patient and planning for the future, which is consistent with the specific 
neuropsychological impact of dementia on the patient. It is important to note that there 
was a higher proportion of spouses among the cancer group (53%) than the dementia 
group (38%), with an equivalent higher proportion of children among the dementia 
group (55%) than the cancer group (31%). This might imply a closer relationship 
between the patient and carer among the cancer group and hence greater difficulty in 
adjustment. Overall, these results highlight the potential direct impact of different 
illnesses on outcomes and the possibility of indirect impact through distinct 
demographics of the carer population. 
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Anticipatory grief has been relatively little researched (Nielsen et al., 2016; 
Tomarken et al., 2008; Waller et al., 2016). There has been very little recognition of the 
dying patient’s grieving process (Kauffman, 2003) and many studies looking at the grief 
trajectory of carers do not include preloss data. As a consequence, we have a limited 
understanding of the factors that might explain different reactions to loss (Bonanno et 
al., 2002; Gauthier & Gagliese, 2012) and therefore how we may best support dying 
patients and their carers (Chan, Livingston, Jones, & Sampson, 2013). Of particular 
utility would be research exploring proposed psychological processes implicated in the 
development and maintenance of problematic levels of patient and carer anticipatory 
grief (Burke et al., 2015; Nielsen et al., 2016). A greater awareness of clinical correlates 
would be useful in providing more targeted and effective support.  
 
1.2.3 Prolonged Grief Disorder in palliative care 
Prevalence estimates for PGD among carers are between 10-15% (Fasse, Flahault, 
Bredart, Dolbeault, & Sultan, 2013; Lichtenthal et al., 2011; Thomas et al., 2014) and 
are comparable with estimates for community bereaved samples (Prigerson et al., 2009). 
However, little research has been conducted on PGD in carers of patients in palliative 
care, where the death of a loved one is often preceded by a long and challenging period 
of providing care (Guldin, Vedsted, Zachariae, Olesen, & Jensen, 2012). Carers must 
often witness great suffering and endure substantial loss, experience communication 
difficulties and uncertainty, fulfill numerous obligations, and face the reality of death 
(Kramer & Boelk, 2015).  
Pre-loss prolonged grief (PG) symptom levels have been identified as a prodrome 
to post-loss PGD in carers of patients in palliative care (Thomas et al., 2014). 
Consequently, pre-loss screening has been recommended to identify at-risk carers 
(Prigerson & Maciejewski, 2014; Thomas et al., 2014). Research also suggests that 
providing anticipatory support to help carers prepare for the patient’s loss may be 
beneficial to adjustment during bereavement (Clark, Brethwaite, & Gnesdiloff, 2011; 
Weissflog & Mehnert, 2015). Early intervention with carers prior to patient death may 
lead to lower levels of PG symptoms (Nielsen et al., 2016; Schulz, Boerner, Shear, 
Zhang, & Gitlin, 2006; Waller et al., 2016) or at least ameliorate distress and ease the 
transition for carers living in the shadow of impending loss (Burke et al., 2015). There 
is therefore a need for the development and evaluation of interventions to reduce the 
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risk of debilitating bereavement-related difficulties following a patient's death 
(Prigerson & Maciejewski, 2014).  
 
1.3 TREATING PROLONGED GRIEF DISORDER 
The efficacy of psychotherapy and its effectiveness in real world clinical settings 
is well established (American Psychological Association, 2012). Intervening to reduce 
the burden of suffering of bereaved individuals has the potential to reduce long-term 
risks associated with PGD (Waller et al., 2016). Interventions can be delivered at three 
levels: primary or universal intervention for all bereaved individuals, secondary for 
individuals identified as at high risk of complications of bereavement (e.g. bereaved 
through suicide), and tertiary for individuals displaying clinical levels of grief. Currier 
and colleagues (Currier, Neimeyer, & Berman, 2008) investigated the effectiveness of 
the different levels of intervention in a meta-analysis. They found that universal 
provision of therapy resulted in no difference in levels of grief than would be expected 
by the passage of time, and although interventions for higher risk individuals showed 
benefit at posttreatment, the gains were relatively small and not maintained at follow-up. 
In contrast, psychotherapeutic interventions for grievers who were clinically indicated 
as having a maladaptive response to loss produced effect sizes comparable to those for 
psychotherapy for other mental health conditions (d=.53 posttreatment, d=.58 follow-
up). A more recent meta-analysis compared the impact of primary and tertiary 
interventions on complicated grief for bereaved individuals and found similar results, 
with interventions for those clinically indicated effectively diminishing complicated 
grief symptoms while the universal intervention showed no effect (Wittouck, Van 
Autreve, De Jaegere, Portzky, & van Heeringen, 2011). 
However, the Currier et al (2008) and Wittouck (2011) meta-analyses are not 
without limitations. For example, a vast range of different therapeutic approaches were 
analysed together and some approaches may be superior to others. Currier et al (2010) 
attempted to partially address this issue by conducting a meta-analysis of cognitive 
behavioural therapy (CBT) versus non-CBT versus no treatment control. Results 
identified CBT as superior to no treatment at posttreatment, but not at follow-up. 
However, the results were also undermined by around half of the CBT interventions 
including techniques from other therapeutic approaches. Additionally, both meta-
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analyses by Currier and colleagues did not include important moderator variables, such 
as motivation for therapy and time since loss (Allumbaugh & Hoyt, 1999). Indeed, an 
earlier meta-analysis of grief counselling yielded an effect size of d=.43, which 
increased to d=1.17 in studies in which participants were self-referred and d=.70 in 
studies whose participants were more recently bereaved (Allumbaugh & Hoyt, 1999). 
From the results of this meta-analysis the authors concluded that the relatively small 
effect sizes for grief interventions are perhaps more indicative of the nature of the 
studies than the effectiveness of the treatments per se. Moreover, they reported no 
difference in effect size between interventions for “normal” versus “high risk” grievers, 
however it is unclear how this distinction was made.  
Therefore, it appears that provision of therapy to bereaved individuals should 
potentially be restricted to those indicated by high scores on a grief diagnostic tool. 
However, it is also evident that there is still much to be examined with respect to the 
efficacy of therapy for grief before definitive conclusions can be made. A recent 
systematic review criticized grief intervention research for poor quality that prevents 
making definitive conclusions as to their effectiveness (Waller et al., 2016). Common 
limitations included differences between groups in terms of study characteristics, lack 
of rationale for the choice of intervention, heterogeneity in the samples regarding 
known factors that impact bereavement outcomes (e.g. time since loss), and absence of 
control groups. Thus, there is still a need to identify and rigorously research which 
interventions are effective and with whom, and when to intervene. It has been 
recommended that future studies provide an explicit rationale for the intervention and 
study design, and a systematic and transparent approach to evaluation (Waller et al., 
2016). 
  
1.3.1 Treatment for grief in carers of patients in palliative care 
There is only one known intervention directly targeting reduction in the suffering 
associated with anticipatory grief. Cheng and colleagues (Cheng, Lo, Chan, & Woo, 
2010) conducted a pilot study among 26 elderly individuals with cancer and non-
malignant chronic disease to evaluate the benefits of anticipatory grief therapy (AGT). 
The intervention comprised four weekly sessions of a variety of experiential and 
expressive activities aimed at relieving suffering, reducing depressive symptoms and 
affirming meaning and purpose in life. Activities included massage and breathing 
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exercises to promote relaxation and living in the present moment, sharing life stories to 
affirm a sense of self, making a picture to process feelings towards death and dying, and 
group discussion around values and setting realistic goals. Significant improvements 
were reported in physical, psychological and total quality of life, and depression levels 
at immediate post-intervention, but no further improvements were found at 1-month 
follow-up. While AGT is promising, the study was limited by the small sample size and 
lack of a control or comparison group, and a quantitative measure of grief was not 
included. 
There is also very limited research evaluating interventions that target or assess 
PG symptomatology as an outcome in carers of palliative care patients, with only three 
trials conducted. An randomised controlled trial (RCT) among 81 families of palliative 
care patients compared Family Focused Grief Therapy to standard care (Kissane et al., 
2006). Family Focused Grief Therapy aims to improve family functioning and mutual 
support, and to promote the sharing of grief and adaptive coping (Kissane & Lichtenthal, 
2008). The intervention is comprised of 4–8 sessions of 90 minutes’ duration,  delivered 
across a 9 to 18 month time period. Between 3–4 sessions typically occurred prior to 
patient death (Kissane et al., 2006). Open communication, teamwork and conflict 
resolution are promoted through problem solving of unhelpful patterns of relating and 
affirmation of family strengths (Kissane & Lichtenthal, 2008). Results showed a 
statistically significant reduction in psychological distress at 13-month but not 6-month 
follow-up, however grief was not assessed as an outcome (Kissane et al., 2006). An 
RCT comparing the Resources for Enhancing Alzheimer’s Caregiver Health (REACH) 
intervention package to standard care for 217 carers of recently placed nursing home 
residents (Schulz et al., 2014). The intervention comprised 11 sessions of 90 minutes’ 
duration, which were delivered over 4 to 6 months. It involved multiple treatment 
modalities and a range of strategies and techniques to improve knowledge, end of life 
planning, and carer wellbeing. Significant reductions in PG symptoms were found at an 
18-month follow-up, but not 6- or 12-month follow-up. Holland and colleagues 
(Holland, Currier, & Gallagher-Thompson, 2009) examined the REACH intervention 
package to identify the effective elements. They reported that overall the interventions 
showed a trend toward reducing PG symptoms and that cognitive and behavioural 
strategies were the most effective. These included psychoeducation, relaxation exercises 
(e.g., breathing, guided imagery, stretching), cognitive restructuring, and behavioural 
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activation. Finally, a pilot study of a group-based program designed to improve disease 
knowledge and skills in communication, conflict resolution, and chronic grief 
management was evaluated among 83 dementia carers (Paun et al., 2015). The 
intervention was delivered in 12 weekly sessions of 60 to 90 minutes’ duration. 
Participants engaged in role play of effective communication, conflict resolution and 
hands-on care; were encouraged to reflect on their reactions to separation from the 
patient and the nature of their relationship, and what impacted acceptance of this; and to 
discuss coping strategies and how to adjust to a life without the patient at home (Paun & 
Farran, 2011). Results showed no significant difference in PG symptoms between the 
treatment group and an active control group at immediate post-intervention or 3-month 
follow-up.  
Thus, overall there is currently a lack of consistent evidence on which to base 
treatment of PGD related to carers of palliative care patients (McGuire, Grant, & Park, 
2012), although mindfulness and cognitive and behavioural approaches show promise. 
Limitation in the measurement of grief over time in the above trials negates the ability 
to report on potential reduction in PGD prevalence, either because a grief measure or a 
measure based on PGD criteria was not included or follow-up was not conducted to at 
least 6-months post-loss. Moreover, the interventions were all relatively resource 
intensive for both the deliverers and participants and the psychological mechanisms of 
change were not always clearly articulated. Further research to identify and examine the 
efficacy of targeting proposed psychological processes that lead to the development of 
maintenance of bereavement difficulties has been advocated (Currier et al., 2010; Zech, 
Ryckebosch-Dayez, & Delespaux, 2010). 
 
1.4 ACCEPTANCE AND COMMITMENT THERAPY (ACT) AND GRIEF 
Acceptance and Commitment Therapy (ACT) is a mindfulness-based therapy that 
utilizes acceptance and mindfulness processes, and commitment and behaviour change 
processes to achieve its outcomes (Hayes, Strosahl, & Wilson, 2011). It has an 
established evidence base for effectively treating a number of disorders, including 
depression, anxiety, and substance use (A-Tjak et al., 2015).  Meta-analyses have shown 
superior outcomes of generally medium to large effect for ACT treatments compared to 
control conditions – including waitlist, psychological placebo and treatment as usual – 
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and no difference when compared to established treatments (A-Tjak et al., 2015; Hacker, 
Stone, & MacBeth, 2016; Powers, Vording, & Emmelkamp, 2009).  
It is important to note that the empirical status of ACT is not unquestioned. The 
meta-analysis of 18 randomised controlled trials by Powers and colleagues (2009) 
showed that while ACT was superior to control conditions for a range of mental and 
physical health conditions (Hedges’s g=.39-.76), ACT was not superior to control 
conditions for general distress problems (anxiety/depression; Hedges’s g=.03). However, 
three of the four studies including in this analysis compared ACT to an established 
treatment (e.g., Cognitive Therapy). While the one study that compared ACT to a 
waitlist found a small effect size favouring ACT that was not statistically significant, 
one study is insufficient for making conclusions. 
Two meta-analyses by Ost (2008, 2014) have highlighted poor methodological 
quality of ACT trials and concluded that the evidence base is not well-established for 
any disorder.  However, in response to the latest meta-analysis (Ost, 2014), which 
reiterates the findings of the earlier analysis (Ost, 2008), Atkins et al. (2017) have 
charged Ost with making biased factual and interpretive errors that deliberately place 
ACT treatments in a more negative light. In a rebuttal, Ost (2017) provides counter 
arguments to the claims by Atkins et al. (2017) and maintains the reliability and 
accuracy of his conclusions.  
It is outside of the scope of this thesis to provide an extensive critical 
investigation of the potential reasons for the diversity of conclusions regarding the 
empirical status of ACT. However, as an example, allegiance bias may help explain the 
differences in the methodological quality ratings provided by Ost (2008, 2014) and 
authors of ACT orientation (A-Tjak et al., 2015; Atkins et al., 2017). In both reviews 
Ost rated methodological stringency using a purpose-designed measure that showed 
good internal consistency (α = .81-86; Ost, 2008, 2014). One or more graduate students 
blindly rated Ost’s scores to provide an indication of acceptable inter-rater reliability 
with an average kappa coefficient of .73 (Ost, 2014) to .75 (Ost, 2008). The true 
independence of their ratings is of concern, however, given that the students were 
trained by Ost and it was not disclosed whether they were in a dependent relationship 
(e.g., teacher-student). In addition, they were reported to only examine 20% of the 
studies, which in the 2008 meta-analysis of 13 studies (Ost, 2008) equates to 
approximately 3 studies only and 12 of the 60 studies in the 2014 meta-analysis (Ost, 
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2014). It was also reported that kappa for items ranged as low as .50 and there was no 
indication of how such discrepancies were resolved. Using the same purpose-designed 
measure, the A-Tjak et al. (2015) meta-analysis found that the methodological quality 
of ACT research was improving. Two authors independently rated all studies and this 
resulted in an excellent inter-rater reliability score of .99. Given the positive conclusions 
of the review, this high inter-rater reliability would suggest consistent rating in favour 
of ACT.  This is noteworthy considering that the raters were two of the authors, and 
while this is not a unique limitation of this review, it highlights the importance of truly 
independent raters. Also, similar to Ost (2008, 2014), A-Tjak et al. (2015) provided no 
detail as to how discrepancies were resolved, although this may be outlined in the online 
supplementary material that is no longer available. In the response by Atkins et al. 
colleagues (2017), it was argued that for reasons including those listed above, Ost’s 
(2008, 2014) quality ratings are unreliable. In comparison, it was argued that the ratings 
by A-Tjak et al. (2015) are reliable for reasons such as using a diverse team, a point 
which is arguable given it was solely two of the authors. In a rebuttal, Ost (2017) 
apologises for not explaining that discrepancies were resolved in a discussion with the 
student raters and notes that Atkins et al. (2017) describe a lot of new information about 
the rating procedure in A-Tjak et al. (2015) that is not found in the published article. Ost 
(2017) also emphasises the importance of obtaining training in the accurate use of his 
measure of methodological quality. Without a nuanced understanding of how to 
interpret the items, Ost (2017) points out that the measure can be used reliably but in an 
idiosyncratic way (e.g., systematically inflating ratings of certain items). Even so, 
accuracy is discussed by Ost (2017) in terms of training, and neither reliable nor trained 
use of the measure necessarily negates allegiance bias.   
Allegiance bias is discussed here more as a cautionary note in conclusively 
accepting results than disregarding them entirely. Allegiance bias is not unique to the 
debate around ACT but is in evidence across psychotherapy more broadly, and 
importantly can be ameliorated by practices such as assessing treatment integrity 
(Dragioti, Dimoliatis, Fountoulakis, & Evangelou, 2015). The consistency with which 
ACT has demonstrated superior outcomes to control conditions and comparable effect 
sizes to existing treatments is compelling. This is reinforced by component and 
experimental studies that show ACT working through theoretically proposed 
mechanisms of change (Hayes, Pistorello, & Levin, 2012; Ruiz, 2010). It is therefore 
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concluded that ACT is a justifiable option to be further explored and researched, with 
particular attention paid to employing methodological rigour. 
ACT proposes that a central factor underlying psychopathology is an 
unwillingness to remain in contact with unwanted private events (i.e., distressing or 
unpleasant thoughts, images, feelings, sensations, urges and memories) even when 
doing so comes at the expense of pursuing what is important and meaningful in one’s 
life (Hayes, 2004; Hayes et al., 2012; Hayes, Strosahl, & Wilson, 1999). This 
unwillingness is reflected in attempts to change, avoid, or eradicate unwanted private 
events and is otherwise known as experiential avoidance. The rigid application of 
experiential avoidance to unwanted private events leads a paradoxical increase in those 
events,, which ultimately acts to maintain and exacerbate psychological distress (Hayes 
et al., 2012; Hayes et al., 1999). The aim of ACT is to transform the relationship with 
unwanted private events so that they are viewed as normal and innocuous internal 
experiences as opposed to ‘symptoms’ that must be avoided. As a result, individuals 
may engage in valued activities in the presence of any unwanted private events that may 
arise. This willingness is referred to as psychological flexibility and is argued to be a 
fundamental aspect of psychological health, with its presence contributing positively to 
wellbeing and its absence implicated in the development of a variety of 
psychopathologies (Kashdan & Rottenberg, 2010). However, the philosophical and 
theoretical basis of ACT maintains that these principles are not exclusive to 
psychopathology, but rather apply to the human condition and thus are exhibited across 
the entire spectrum between ‘normal’ and ‘abnormal’ mental health (Kashdan & 
Rottenberg, 2010).  
Distressing thoughts and feelings are a natural result of the context for patients 
and carers in palliative care, and limited time together places an emphasis on what is 
meaningful and important. The ACT components of acceptance and valued-living 
thereby lend themselves naturally to the palliative context in ultimately encouraging 
individuals to live their life in the way that they find fulfilling and purposeful, while 
accepting the pain it inevitably and unavoidably brings (Harris, 2006). Furthermore, 
acceptance and valued-living have been demonstrated as impacting the severity of PG 
symptoms. Experiential avoidance, has been shown as a strong predictor of PG 
symptoms among bereaved students (Davis, Deane, & Lyons, 2016b) and in a 
community sample (Boelen, van den Bout, & van den Hout, 2010). Related avoidance 
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constructs have likewise been implicated, including ruminative avoidance (Boelen & 
van den Hout, 2008; Eisma, Schut, et al., 2015; Eisma et al., 2014) and depressive and 
anxious avoidance (Boelen & Eisma, 2015; Boelen & van den Bout, 2010). While 
valued-living has been shown as a predictor of PG symptoms above and beyond 
experiential avoidance among bereaved students (Davis et al., 2016b), it has also been 
implicated indirectly in the success of behavioural activation interventions, in which 
individuals are encouraged to increase the number of meaningful activities they 
undertake (Eisma, Boelen, et al., 2015; Papa, Sewell, Garrison-Diehn, & Rummel, 
2013).  
Thus, both theoretically and empirically, ACT presents as a promising approach 
for supporting individuals across the full spectrum of PG symptomatology. Developing 
a more nuanced understanding of how acceptance and valued-living interact with pre- 
and post-loss grief is a useful first step in exploring the potential of ACT in the 
treatment of grief.  
 
1.5 SELF-HELP INTERVENTION FOR CARERS 
Systematic reviews and meta-analyses have shown self-help interventions as 
effective for a variety of mental health conditions (Lewis, Pearce, & Bisson, 2012; 
Musiat & Tarrier, 2014). Comparable effect sizes to face-to-face treatment have been 
shown for guided self-help interventions for depression and anxiety disorders (Cuijpers, 
Donker, van Straten, Li, & Andersson, 2010; Gregory, Canning, Lee, & Wise, 2004). 
Self-help can come in many forms, with the most common being via the internet or a 
book. There is no clear consensus whether therapist or other professional (e.g., coach) 
support in guided self-help interventions improves outcomes compared to unguided 
self-help interventions. A systematic review of internet and other computerized self-
help for depression reported higher effect sizes for interventions with support (d=0.61) 
compared to those without (d=.25; Andersson & Cuijpers, 2009). Similarly better 
outcomes were reported for therapist support in a systematic review of self-help for 
anxiety disorders (SMD=.34; Lewis et al., 2012). In comparison, a systematic review of 
internet self-help for depression and anxiety found no impact of support on outcomes 
(Griffiths, Farrer, & Christensen, 2010). Likely these differences may be attributed to 
varying criteria of what is considered support, including the provider (e.g., therapist 
only versus any support worker), type of support (e.g., support worker versus 
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automated) and amount of support (e.g., unguided involving no contact at all with 
support worker versus minimal contact). In a systematic review of internet self-help for 
mental health, Musiat and Tarrier (2014) reported that while support seemed to have no 
impact on outcomes, an evident advantage was that seemed to increase treatment 
adherence and reduce dropout. 
Self-help interventions have the potential to be more flexible with regard to time 
and location of accessing support, which is important given that the lives of carers of 
patients with a life-limiting illness are often busy and unpredictable (Cancer Council 
Australia, 2011; Carers Victoria, 2004). In addition, with the aforementioned 
anticipated increase in burden on palliative care services in the coming decades (AIHW, 
2015), it also important that guided self-help interventions have been identified by 
systematic reviews as cost-effective for a variety of mental health conditions (Donker et 
al., 2015; Musiat & Tarrier, 2014) 
ACT self-help randomised controlled trials have demonstrated that ACT self-help 
interventions, with minimal or no therapist contact, can significantly improve mental 
health and general wellbeing (Cavanagh, Strauss, Forder, & Jones, 2014; Fledderus, 
Bohlmeijer, Pieterse, & Schreurs, 2012; Forsyth, 2011; Johnston, Foster, Shennan, 
Starkey, & Johnson, 2010; Lappalainen et al., 2014; Muto, Hayes, & Jeffcoat, 2011; 
Pots et al., 2016; Rasanen, Lappalainen, Muotka, Tolvanen, & Lappalainen, 2016). 
Some of these trials have been conducted among subclinical populations at risk of 
developing clinical problems. For example, Muto and colleagues examined the 
effectiveness of an unguided self-help book for improving mental health in individuals 
at risk of developing depression (Muto et al., 2011). Compared to a wait-list control 
group, individuals who received the self-help book showed significantly greater 
improvements in mental health at 2-month post that were maintained at a 2-month 
follow-up. Such results are encouraging given that carers of patients in palliative care 
are also likely to be predominantly in the subclinical problem range. 
To date, only one trial has been identified that has tested self-help intervention for 
carers of patients with a life-limiting illness. Scott and Beatty (2013) tested the 
feasibility of a 6-week Cognitive Behavioural Therapy (CBT) based self-guided 
intervention among carers of patients with cancer. The online intervention was 
originally developed and tested for patients (Scott & Beatty, 2011), and carers were 
asked to take a patient perspective for sections that were not directly carer related. 
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Although the trial was hampered by low enrolment and high attrition rates, carers who 
completed at least 2 modules showed moderate to large improvements in psychological 
distress from pre- to post-intervention. Despite these promising results, a third of carers 
stated that the intervention was not sufficiently carer focused.  
To date, no known studies have evaluated a self-help intervention for carers of 
patients in palliative care nor for grief. Given the theoretical applicability of ACT to 
grief, amenability of ACT to the self-help format, and the flexibility and resource 
advantages of self-help for the carer population, an ACT self-help intervention to 
support carers in adjusting to loss is considered worthy of exploration.  
 
1.6 OTHER IMPORTANT FACTORS AFFECTING ADAPTATION TO LOSS 
Other variables postulated to impact the adjustment process in bereavement 
include communication about death and attitudes toward death and dying (Bachner, 
O'Rourke, & Carmel, 2011; Kramer & Boelk, 2015).  
 A systematic review on family dynamics during bereavement reported that 
family conflicts contribute to the development of maladaptive grief reactions while 
good family functioning mitigates grief reactions (Delalibera, Presa, Coelho, Barbosa, 
& Pereira Franco, 2015). In turn, higher levels of family conflict at end of life have been 
associated with constraint in communication, such as feeling unable to share their 
feelings and actively avoiding sharing feelings (Kramer & Boelk, 2015; Kramer, 
Kavanaugh, Trentham-Dietz, Walsh, & Yonker, 2010b).  
Research in this area has shown striking parallel’s to the ACT stance on the 
paradoxical nature of avoidance of psychological distress. In a qualitative study of 
advanced cancer patients and their families, most experienced avoidant communications 
problems in an attempt to avoid psychological distress and a desire to protect one 
another (Zhang & Siminoff, 2003). And yet other research has shown that the less open 
that communication is, the more distressed a carer reports feeling (Bachner et al., 2011; 
Higginson & Costantini, 2002). In contrast, families that promote open communication 
about emotional reactions to death and loss report less intense grief over time (Schoka 
Traylor, Hayslip, Kaminski, & York, 2003). From an ACT perspective, promoting the 
acceptance of thoughts and feelings that are preventing communication might prove a 
beneficial intervention, while engaging in open communication may be an effective 
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target or facilitator for valued action. It would therefore be valuable to establish a 
quantitative research agenda examining the relationships between communication about 
death with wellbeing outcomes and potential mediatory variables like acceptance and 
valued-living.  
The way an individual thinks and makes meaning of life and death is proposed to 
influence their fear or acceptance of death (Wong, 2008). Consistent with ACT, 
existential theorists suggest that fear of death causes people to either ruminate or avoid 
thinking about death, which ultimately prevents them from living a full and authentic 
life (Wong, 2008; Yalom, 2008). Among carers, higher levels of fear of death have been 
associated with greater burden (Wang et al., 2011), poorer quality of life (Sherman, 
Norman, & McSherry, 2010), and higher levels of grief symptoms (Barr & Cacciatore, 
2008; Kramer, Kavanaugh, Trentham-Dietz, Walsh, & Yonker, 2010a). In contrast, a 
study amongst bereaved individuals found that participants who perceived death as a 
natural part of life reported having a greater sense of meaning in their lives, which in 
turn predicted lower grief symptom levels (Boyraz, Horne, & Waits, 2015). Research to 
date has not investigated the role of acceptance or valued-living from an ACT 
perspective in death attitudes. Facilitating acceptance of distressing thoughts and 
feelings toward death and encouraging engagement in fulfilling activities might be an 
effective means to promoting accepting attitudes towards death while also reducing 
fearful attitudes. Ultimately, such intervention might serve to facilitate adjustment to 
bereavement. 
 
1.7 RATIONALE OF THESIS 
Undertaking a caregiving role can have enduring psychological consequences for 
carers and interfere with functioning (Higginson, Wade, & McCarthy, 1990), such that 
their need exceeds that of patients (Rees et al., 2005). More research is needed to 
identify and understand the psychological processes responsible for the development 
and maintenance of PGD in carers that begin before the death of the patient and 
continue after. This involves a greater understanding of the mechanisms underlying 
problematic levels of anticipatory grief in both patients and carers, which can be 
considered “prodromal grief” in its value as a prognostic indicator for carers post-loss.  
There is a dearth of research on accessible and effective interventions for PGD in 
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carers. ACT has strong theoretically applicability and emerging empirical evidence as 
having potential for ameliorating distress associated with grief, both pre- and post-loss. 
It is important to build knowledge on psychological mechanisms potentially implicated 
in grief and the applicability of ACT to other disorders like PGD, ultimately with the 
intent to improve mental health outcomes for a growing psychologically at-risk group. 
At the health system level, there is considerable diversity in the type of support 
offered by palliative care services in Australia and a lack of evidence to guide 
development and distribution of bereavement programs (Mather, Good, Cavenagh, & 
Ravenscroft, 2008; Waller et al., 2016). There is therefore a need for the development 
and rigorous evaluation of grief interventions for carers of patients in palliative care. 
 
1.8 AIMS OF THESIS 
The four studies in this thesis examine psychological processes associated with 
adjustment for individuals dealing with issues of death and dying. In particular, the 
thesis aimed to assess the potential therapeutic utility of ACT in particular the role of 
acceptance and secondarily, valued-living,  in ameliorating problematic levels of grief. 
The specific aims of the thesis were:  
• To review factors that influence individual adjustment to end of life and 
bereavement, and subsequently develop a process model of how they might 
specifically influence psychological distress and grief. The model will 
explicitly address the role of acceptance and valued-living in order to provide 
a clear theoretical rationale for their empirical investigation. 
• To explore the relationships between acceptance and valued-living with grief, 
as well as other under-researched variables of fear of death and 
communication avoidance (Study 1). 
• To assess the relationships between acceptance with anticipatory grief and 
psychological distress (anxiety and depression) amongst patients in palliative 
care (Study 2). 
• To test the feasibility of an ACT self-help intervention for carers of patients 
in palliative care and explore preliminary effectiveness on acceptance, 
valued-living, grief and psychological distress (Study 3). 
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• To examine the capacity and willingness of clinical staff to act as referrers to 
such an intervention and explore potential barriers to implementation. These 
include the acceptability of self-help psychological intervention for carers, 
potential attitudinal barriers toward PGD as a diagnosis and interventions for 
grief; and confidence in skills and knowledge in identifying and managing 
carer distress (Study 4). 
 
1.9 OUTLINE OF THESIS 
The thesis consists of a conceptual review and four studies. Chapter 2 contains the 
manuscript of paper 1. It provides a conceptual overview of how acceptance, valued-
living, communication about death and dying, and death attitudes might relate to grief. 
It also discusses the applicability of acceptance and valued-living as targets for further 
research and interventions for those struggling with issues of death and dying. Chapter 3 
contains the manuscript from a cross-sectional study conducted amongst a bereaved 
university student sample (Study 1). The motive behind this study was to explore the 
proposed relationships between the study variables prior to investigations with the more 
vulnerable and difficult to access palliative population. Chapters 4 to 7 present data 
from the studies amongst patients, carers and clinical staff in palliative care. Chapter 4 
contains the manuscript of a cross-sectional survey of patients in palliative care (Study 
2). It reports on the role of acceptance and valued-living, from an ACT perspective, in 
anticipatory grief in patients in palliative care. Chapter 5 is a published protocol paper 
for a feasibility randomised controlled trial of an ACT self-help intervention developed 
for carers of patients in palliative care (Study 3). Chapter 6 then presents the results of 
this feasibility trial (Study 3). Chapter 7 contains the manuscript of a cross-sectional 
survey of clinical staff working in palliative care. In this manuscript, the impact of 
potential attitudinal and skills-based factors on their capacity and willingness to act as 
referrers to a self-help intervention was broadly examined (Study 4).  
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                                                                         Chapter 2:
Acceptance and valued-living as critical appraisal and coping 




This chapter has been published as a paper in the journal Palliative & Supportive 
Care (see Appendix 1). Minor modifications were made to this published paper to 
conform to the thesis review process.  
 
Davis, E. L., Deane, F. P., & Lyons, G. C. (2015). Acceptance and valued living 
as critical appraisal and coping strengths for caregivers dealing with terminal illness and 
bereavement. Palliative & Supportive Care, 13(2), 359-368. doi: 
10.1017/s1478951514000431 
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2.1 INTRODUCTION 
Informal caregivers comprising family and friends play an essential role in the 
complex coordination of care for patients during their final phases of life. This includes 
physical, emotional and social support; advocacy; and facilitating important patient 
choices, such as advanced directives and place of death (Payne & Grande, 2013). 
Caregivers make a critical contribution to the Australian economy (Access Economics, 
2010; Productivity Commission, 2011), however recent reports project large reductions 
in the availability of caregivers over the coming decades and a concomitant rise in 
demand (Australian Institute of Health and Welfare, 2013; National Council for 
Palliative Care, 2013; Redfoot et al., 2013). Thus, the public health imperative to 
understand how to best support caregivers of palliative care patients is great (Harding et 
al., 2012; Lynn, 2005; Payne & Grande, 2013; Williams & McCorkle, 2011).  
Undertaking a caregiving role can have enduring psychological consequences for 
caregivers and interfere with functioning, to the extent that their needs may exceed 
those of the patient (Higginson et al., 1990). A significant proportion of caregivers 
experience severe psychological distress, with depression being the most commonly 
diagnosed mental health disorder with a prevalence ranging between 18% and 25% 
(Hudson et al., 2012; Mockford, Jenkinson, & Fitzpatrick, 2006). Grief is a normal and 
inevitable response for caregivers and, while painful and disorientating, it does not 
necessitate psychotherapeutic intervention. However, it is estimated that between 10 – 
15% of carers experience debilitating persistent grief reactions postdeath (Fasse et al., 
2013; Lichtenthal et al., 2011; Thomas, Hudson, Trauer, Remedios, & Clarke, 2013), 
which is comparable with estimates of between 10 – 20% for the bereaved in the 
general population (Prigerson et al., 2009; Prigerson et al., 1995). These persistent grief 
reactions have been variably referred to as prolonged, complicated or traumatic grief. 
We will use the term Prolonged Grief Disorder (PGD; Prigerson et al., 2009). PGD is 
associated with several mental and physical health problems, including depression and 
anxiety disorders and reduced quality of life (Boelen & Prigerson, 2007; Chiambretto et 
al., 2010; Lichtenthal et al., 2011; Prigerson et al., 2009; Rodriguez Villar et al., 2012).  
Numerous studies have investigated a variety of factors associated with caregiver 
psychosocial outcomes. These commonly include sociodemographics, illness and loss 
characteristics; coping styles; and psychological comorbidity (for reviews see: Boston, 
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Bruce, & Schreiber, 2011; Chan, Livingston, et al., 2013; Ettema, Derksen, & Leeuwen, 
2010; Hagedoorn, Sanderman, Bolks, Tuinstra, & Coyne, 2008; Li, Cooper, Bradley, 
Shulman, & Livingston, 2012; Melin-Johansson, Henoch, Strang, & Browall, 2012; 
Wittouck et al., 2011). However, such studies have been largely descriptive and rarely 
investigated interactions between factors. In addition, comparatively less research has 
identified sources of resilience and resourcefulness (Henriksson, Carlander, & Årestedt, 
2013; Milberg & Strang, 2011; Neimeyer, 2006). Consequently, little is known about 
the relative impact of different factors on caregiver outcomes and our understanding of 
the complex interpersonal and intrapersonal caregiving environment is constrained. This 
in turn limits the type and comprehensiveness of support we can offer caregivers to help 
sustain them in their role and promote optimal psychological wellbeing (Henriksson et 
al., 2013).  
A recent review of the state of caregiver research in palliative care has concluded 
that it is currently at a descriptive level, with few interventions tested or found superior 
to usual care or control conditions (McGuire et al., 2012). Similarly, other reviews have 
concluded that there is inconsistent evidence on the benefit of psychotherapeutic 
intervention on caregiver psychological suffering (Candy, Jones, Drake, Leurent, & 
King, 2011; Gauthier & Gagliese, 2012; Harding & Higginson, 2003; Harding et al., 
2012; LeMay & Wilson, 2008). This is largely attributable to the heterogeneity of the 
interventions applied and whether they are directed at all caregivers or targeted only to 
those at high risk or clinically diagnosed. Other factors affecting the quality of studies 
include poor control of known influential variables and poor operationalisation of 
constructs.  Thus, there is currently a lack of evidence on which to base practice related 
to caregivers of palliative care patients (McGuire et al., 2012). There is a critical need 
for the use and development of theories in this area of research to guide practice. 
Stroebe and colleagues (Stroebe, Folkman, Hansson, & Schut, 2006, p. 1) 
developed an Integrative Risk Factor Framework to “enhance understanding of 
individual differences in adjustment to bereavement and to encourage more systematic 
analysis of factors contributing to bereavement outcome” (see Figure 1). The 
framework incorporates an analysis of bereavement stressors, intrapersonal and 
interpersonal risk and protective factors, and appraisal and coping processes that are 
postulated to impact on outcome. Thus the framework is intended to guide empirical 
research toward systematically examining pathways in the adjustment process, 
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including the interactions and relative importance of factors known to influence the 
adjustment process. The framework is also intended to provide a basis for testing and 
refining bereavement theories and improving their predictive potential with respect to 
bereavement outcomes.  
 
 
Figure 2.1 The integrative risk factor framework (Stroebe et al., 2006) for the prediction 
of bereavement outcome. 
 
Guided by the integrative risk factor framework, the purpose of this article is to 
propose a process model of global factors influencing the psychological distress and 
grief of individuals confronted by death and dying (i.e. those caregiving for a seriously 
ill loved one or dealing with bereavement). This model is believed to be broad enough 
to apply to individuals within the general population, however the focus in this article is 
on caregivers of palliative care patients. Specifically, we present psychological distress 
and grief as functions of death attitudes and communication about death and dying, 
mediated by acceptance and valued-living from an Acceptance and Commitment 
Therapy (ACT) perspective.  The model provides a comprehensive and explicitly 
strengths-based understanding of caregiver coping with issues of death and dying that 
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we believe will be of considerable utility for both research and practice. It primarily 
expands on the “Appraisal and Coping” component in the integrative risk factor 
framework, as acceptance and valued-living are theorized to directly impact 
psychological wellbeing as well as play a critical mediating role by influencing an 
individual’s perception of a situation and/or their ability to cope with it (Hayes, Luoma, 
Bond, Masuda, & Lillis, 2006). Hence we are elaborating on these processes with a 
view to recommending acceptance and values (ACT) based interventions to facilitate 
both appraisal and coping in caregivers.  
The proposed model is designed as a theoretical starting point based on the 
rationale and research reviewed in this article. It is not assumed that the variables 
contained in the model are exhaustive, and it is possible that there is variation in the 
causal directions of the variables in the model.  These issues can only be clarified by 
future research. An outline of the empirical and theoretical underpinnings for each 
component of the model and a discussion on the research and clinical implications is 
provided below.  
 
2.2 ACCEPTANCE AND COMMITMENT THERAPY (ACT) 
Acceptance and valued-living are key components of Acceptance and 
Commitment Therapy (ACT), a form of psychotherapy that encourages individuals to 
accept unwanted private events (e.g. thoughts, feelings, memories) and engage in 
values-guided action that gives meaning to their lives (Harris, 2006). A common issue 
for caregivers in the adjustment process is acceptance of a loved one’s illness or death 
and a life without that person. Helping individuals to identify values and pursue goals 
that are important to them can help them stay engaged and moving forward in life, even 
when experiencing emotional turmoil. Both acceptance and valued-living are therefore 
likely, at least in theory, to aid someone who is caring for a terminally ill loved one or 
who has lost a loved one to illness. 
ACT proposes that psychological suffering is a normal experience and is rooted in 
human language and cognition (Hayes, 2004). Human language is a complex system of 
words, images, sounds and physical expressions that are used for a range of cognitive 
processes like analysing, planning, visualising, remembering and so on (Harris, 2006). 
One key way human language creates psychological suffering is by facilitating a 
struggle with unwanted private events (e.g. thoughts, images, feelings, sensations, urges 
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and memories) through a process known as experiential avoidance (this is the negative 
term to our use of "acceptance"; Harris, 2006).  Generally, humans successfully solve 
problems in the external world through strategies to avoid or get rid of the problem. For 
example, avoiding stormy weather by going inside and getting rid of a headache by 
taking pain medication. But when this same avoidance oriented problem solving 
approach is applied to the inner world of thoughts and feelings it is usually less 
successful and creates further suffering. For example, a caregiver withdrawing from an 
ill loved one to avoid uncomfortable thoughts and feelings might have an internal 
dialogue such as – “I can’t help them”, “I’ll say the wrong things”, “I can’t bear seeing 
them like this” – accompanied by associated feelings of helplessness, sadness, and 
anxiety.  Although withdrawing briefly from an ill loved one for restorative time alone 
is not likely to be harmful, if it continues for an extended period the individual may 
begin to suffer feelings such as guilt and self-depreciation. Attempts to control, avoid or 
get rid of painful thoughts and feelings can take considerable attention and energy and 
move us away from what is important and meaningful to our lives. 
The aim of ACT is to transform the relationship with thoughts and feelings so that 
they are no longer perceived as ‘symptoms’ to be avoided, changed or eradicated, but 
rather as harmless transient psychological events. By being willing to experience 
unwanted thoughts and feelings rather than investing time and energy in avoiding them, 
an individual has a greater capacity to engage in meaningful and fulfilling activities. 
When combined, acceptance and valued-living produce what is referred to as 
psychological flexibility and contribute positively to wellbeing (Hayes, 2004). 
Psychological flexibility is argued to be a fundamental aspect of psychological health 
(Kashdan & Rottenberg, 2010), with its presence contributing positively to wellbeing 
and its absence implicated in the development of a variety of psychopathologies. ACT 
has over fifty randomized-control trials supporting its efficacy among a variety of 
conditions, including depression and anxiety disorders, psychosis and chronic pain 
(Hayes et al., 2006; Ruiz, 2010).  
There has been limited research on the application of ACT in grief, death attitudes 
and mortality communication among palliative care caregivers. Yet ACT is ideally 
suited to this area for two key reasons. First, the large acceptance component makes it 
particularly useful in contexts that involve unchangeable circumstances (Feros, Lane, 
Ciarrochi, & Blackledge, 2013; Gregg, Callaghan, Hayes, & Glenn-Lawson, 2007; 
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Wicksell, Melin, Lekander, & Olsson, 2009), while the values component provides the 
motivation to engage in activities that enrich one’s life despite such circumstances 
(Bahraini et al., 2013; Branstetter-Rost, Cushing, & Douleh, 2009; Harris, 2006). 
Second, ACT is transdiagnostic and has demonstrated benefits to individuals both with 
and without psychopathology (Kashdan & Rottenberg, 2010). Thus, while caregivers 
are under much stress, it is not necessary that they have any particular diagnosis for the 
therapy to improve their wellbeing. Therefore, ACT appears a strong approach from 
which to understand how to support caregivers struggling with issues related to death 
and dying.  
 
2.3 GRIEF 
Grief is a normal but often difficult psychological process that occurs in response 
to a significant loss (Chan, Livingston, et al., 2013). The manifestation of grief vary, 
thought emotions such as yearning, sadness, anger, shock, anxiety, and numbness are 
common (Bruce, 2002; Rando, 2000). Acceptance is proposed as an essential 
component of adjustment to the death of a loved one (Shear, 2010) and is implicated in 
PGD (Kramer et al., 2010a; Prigerson et al., 2009; Prigerson & Maciejewski, 2008; 
Prigerson, Vanderwerker, & Maciejewski, 2008). Among a sample of caregivers of 
advanced cancer patients, difficulty accepting the illness was the strongest predictor of 
PGD symptoms after controlling for patient and caregiver sociodemographics, quality 
of care and family conflict (Kramer et al., 2010a). A handful of studies have explicitly 
investigated the relationship between experiential avoidance and grief, and 
demonstrated that experiential avoidance is a significant predictor of PGD and 
depressive symptom severity among the general population (Boelen et al., 2010), 
widowed survivors of war (Morina, 2011), and caregivers of patients with dementia 
(Spira et al., 2007). 
Communication is also proposed as an important factor in the grief resolution 
process. A study assessed family functioning and grief symptoms among individuals 
bereaved within approximately 1 month and followed them up 6 months later  (Schoka 
Traylor et al., 2003). Results showed that families that promoted open communication 
about emotional reactions reported less intense grief over time (Schoka Traylor et al., 
2003). The Grief to Personal Growth Theory (Hogan & Schmidt, 2002) implicates both 
experiential avoidance and communication as major components in the coping process 
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of the bereaved. It is proposed that an early part of the coping process of the bereaved is 
to avoid feelings, images and thoughts of the deceased. The next step is openly 
communicating about their thoughts and feelings with others, which facilitates the 
progression from avoidance to personal growth. In this respect, while valued-living may 
be low in the avoidant stage, grief may subsequently encourage valued-living by acting 
as a values clarification process, such that it leads individuals to reconsider and invest in 
what is essential in their life. 
Acceptance and valued-living can also be understood within the Dual Process 
Model of Coping with Bereavement (Stroebe & Schut, 1999), which suggests that 
bereaved individuals move back and forth between loss-oriented coping processes such 
as grief work and restoration-orientated activities such as creating a new identity. Both 
processes are said to be important for working through grief. This is similar to ACT 
which facilitates loss- and restoration-oriented coping processes through the 
simultaneous encouragement of acceptance of private events, including the reality of the 
loss and painful emotions of grief, and engagement in valued activities to create a rich 
and meaningful life (Romanoff, 2012).  
Interestingly, grief has not been examined in relation to death attitudes and it is 
likely that a caregiver with greater fear of death may experience a greater sense of loss 
both before and after a loved one’s death.  On the other hand, a caregiver with greater 
acceptance of death may view it as a natural part of life that is integral to their 
worldview, and may therefore be better able to adjust with impending or actual death. 
This is consistent with meaning reconstruction theories of grief which propose that grief 
can shatter central, organizing beliefs about the self and world that give structure and 
meaning to life (Fleming & Robinson, 2001). The adjustment process involves 
modifying core beliefs and schemas in order to accommodate the loss (Fleming & 
Robinson, 2001). Therefore, attempts to reduce fear of death and increase acceptance of 
death may partially abate caregivers’ grief, and the impact of death attitudes on grief is 
an avenue that merits further exploration.  
In sum, ACT is a highly befitting approach to expand our understanding of 
caregiver grief and the underlying mechanisms responsible for divergent psychosocial 
outcomes. While acceptance (or experiential avoidance) and communication has already 
been demonstrated as important contributors to grief, the role of valued-living is yet to 
be empirically examined. Further, neither grief nor ACT has been examined in relation 
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to death attitudes. The implications of death attitudes for caregivers of palliative care 
patients are outlined next. 
 
2.4 DEATH ATTITUDES 
An individual’s attitudes or orientation toward death represents a factor that is 
thought to determine their reactions towards issues of death and dying (Neimeyer & 
Dingemans, 1980). Death attitudes are varied, from avoidance of death, motivated by 
fear, to acceptance of death as a natural and inevitable part of life. Death avoidance is 
considered a defense mechanism that keeps death away from one’s consciousness, 
whereas death acceptance has been broadly defined as psychological preparedness for 
the end of life (Wong, Reker, & Gesser, 1994). Higher levels of death distress (i.e. fear 
of death, avoidance of death, death anxiety) have been associated with practical issues 
such as lower likelihood of registering as an organ donor (Knight, Elfenbein, & Capozzi, 
2000; Wu, 2008), discussing advanced care directives with care providers and writing a 
living will (Dobbs, Emmett, Hammarth, & Daaleman, 2012); as well as psychological 
issues such as existential distress and anxiety and depressive disorders (Neimeyer, 
Moser, & Wittkowski, 2003; Neimeyer, Wittkowski, & Moser, 2004). More specifically, 
death anxiety has been shown to significantly predict caregiving burden among 
caregivers of patients with terminal cancer (Wang et al., 2011) and higher levels have 
been associated with significantly lower levels of quality of life among caregivers of 
patients with advanced cancer or AIDS (Sherman et al., 2010). Although argued to be 
unipolar constructs (Neimeyer et al., 2003), death acceptance generally shows  a 
medium negative association with death distress (Harville, Stokes, Templer, & Rienzi, 
2003; Neimeyer et al., 2004) as well as a positive association with psychological 
wellbeing and resilience to loss (Bonanno et al., 2002; Thompson et al., 2009; Vehling 
et al., 2011). 
Fear of death is thought to be common to the human condition, and thoughts and 
feelings about loved ones’ and one’s own mortality may be especially salient at the end 
of life (Bachner et al., 2011). Nonetheless, research exploring caregiver death attitudes 
and their impact on outcomes lags behind that for patients, bereaved community 
members, professional caregivers, and the elderly. Research with patients suggests that 
the degree of death distress triggered by deteriorating health is a function of 
interpersonal factors (e.g. family communication, social support) and personal resources 
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(e.g. coping styles, religious beliefs), rather than the illness per se (Neimeyer et al., 
2004). Bachner and colleagues (Bachner et al., 2011) found evidence complementary to 
this for caregivers. Their study revealed that although both fear of death and mortality 
communication were direct predictors of psychological distress for non-religious 
caregivers, the effect of mortality communication on psychological distress for Judaism 
caregivers was mediated by fear of death. In an experimental study among college 
students, participants were either asked to describe the emotions experienced and 
thoughts of what would happen physically when considering their own death versus 
watching television, and what would happen to them afterwards (Niemiec et al., 2010). 
Participants were then presented with a task that tested defensive responses such as 
attempts to maintain faith in their cultural worldview and to enhance their self-esteem. 
It was  found that individuals who are characteristically more accepting of their 
thoughts and feelings, as indicated by trait mindfulness, do not produce the typical 
defensive responses when presented with reminders of death (Niemiec et al., 
2010).Thus, caregivers are likely to have a variety of interpersonal and intrapersonal 
factors that interact to affect the degree of death distress they experience.  
The nuances of death acceptance are especially limited since research in this area 
has been much more focused on death distress. Nevertheless preliminary research 
suggests positive relationships between death acceptance and existential wellbeing. For 
instance, studies show, on the one hand, a positive association between death distress 
and lack of meaning or purpose in life and, on the other, a positive association between 
death acceptance, life satisfaction and self-worth (Ardelt, 2008; Harville et al., 2003; 
Routledge & Juhl, 2010; Tomer & Eliason, 2005; Van Hiel & Vansteenkiste, 2009). 
Existential theorists suggest that fear of death causes people to paradoxically both 
ruminate and avoid thinking about death, which in turn prevents them from living a full 
and authentic life (Wong, 2008; Yalom, 2008). At the same time, having a sense of 
meaning in life is thought to defend against fear of death because individuals are not so 
much afraid of death as an incompleteness or lack of self-fulfilment in their lives 
(Routledge & Juhl, 2010; Van Hiel & Vansteenkiste, 2009; Wink, 2006). Consistent 
with this is cross-sectional research among college students suggesting that that 
individuals need to possess a positive attitude toward both life and death in order to 
show lower levels of fear of death and higher levels of death acceptance (Wong, 2009). 
Therefore, it would be of considerable interest to formally assess the impact of 
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experiential avoidance and valued-living on an individual’s acceptance and fear of death. 
Promoting openness to one’s thoughts and feelings and engagement in valued activities 
might be an effective means to promoting accepting attitudes towards death while also 
reducing fearful attitudes.  
 
2.5 COMMUNICATION 
Communication between patients and caregivers is a core component of the end of 
life environment and represents both a practical and psychological concern. End of life 
is a time requiring many important decisions to be made, such as treatment, place of 
care, and advanced directives, as well as a period of affirming meaningful relationships 
and saying final goodbyes.  However, many caregivers experience difficulties in 
communicating with patients about their illness, death and dying, despite an expressed 
need to do so (Fried, Bradley, O'Leary, & Byers, 2005; Kilpatrick, Kristjanson, Tataryn, 
& Fraser, 1998). In a qualitative study involving advanced cancer patients and their 
caregivers from 26 families, avoidant communication problems were experienced by 
65% of families (Zhang & Siminoff, 2003). Discussion became increasingly difficult as 
death approached, with only 23% of families discussing end of life issues. Hospice 
volunteers, based on their experience and observations, have reported denial as the most 
common communication issue among patients and their families, followed by dealing 
with negative feelings (Planalp & Trost, 2008).  
Psychological distress (Zhang & Siminoff, 2003) and family conflict  (Kramer et 
al., 2010b) can mount when communication breaks down.  Low levels of disclosure and 
high levels of holding back between patients and spouses are associated with poorer 
relationship functioning (Porter, Keefe, Hurwitz, & Faber, 2005), and caregivers who 
expressed a desire for more communication have significantly higher caregiver burden 
scores than caregivers who do not express this desire (Fried et al., 2005). In a small 
qualitative study, families characterised by openness versus difficulties in talking about 
death were found to follow distinct trajectories as the patient’s illness progressed 
(Wallerstedt, Andershed, & Benzein, 2013). Open communication within the family 
facilitated communication with health professionals and advanced care planning, which 
together increased the level of preparation for death. These caregivers described dying 
and death as a calm and dignified event, and expressed satisfaction with the process and 
what they were able to achieve for the patient. Where communication was difficult, 
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caregivers relied on assumptions of what the patient wanted rather than preparation with 
the patient and health professionals. These caregiving situations more often involved 
experiences of loneliness, vulnerability, anger and uncertainty (Wallerstedt et al., 2013).  
Breakdown of communication between patients and caregivers also leads to a 
number of adverse consequences that reduce the quality of caregiver delivered support.  
Often caregivers misunderstand the patients’ condition and fail to recognize and 
appreciate the severity of the patient’s pain and symptomatology (Glajchen, Fitzmartin, 
Blum, & Swanton, 1995; Mystakidou, Tsilika, Parpa, Katsouda, Galanos, et al., 2006). 
Unrealistic expectations of the patient’s abilities may result and further deteriorate 
quality of care. A study examined health professional team assessments of end-of-life 
communication between patients, families and professionals in three European countries 
(Higginson & Costantini, 2002). It was found that poor communication between 
patients and families was likewise associated with poor communication with 
professionals. Poor patient-family communication was less common among patients 
who died at home (Higginson & Costantini, 2002), the most preferred place of death 
(Office for National Statistics, 2013). It was argued by the study authors that this was 
perhaps because caregivers were more involved in and able to provide care (Higginson 
& Costantini, 2002).  
Research examining the psychological processes involved in patient-caregiver 
communication difficulties is still in its infancy and primarily qualitative (Harris et al., 
2009).  As mentioned above, Bachner and colleagues (Bachner et al., 2011) found that 
fear of death contributes to greater avoidance communication about the patient’s illness 
and impending death among Judaism caregivers. Zhang and Siminoff (Zhang & 
Siminoff, 2003) found that avoidance of psychological distress and a desire for mutual 
protection were key drivers for nondisclosure. Participants reported attempts to block 
out their illness-related thoughts and feelings to prevent emotional distress, and hence 
did not want to think about it let alone talk about it. Participants also reported 
concealing how they felt from one another and refraining from talking about the illness 
to prevent upsetting the other. However, as indicated above, the greater the breakdown 
in communication, the more distressed a caregiver reports feeling (Bachner et al., 2011; 
Higginson & Costantini, 2002).  
Thus research related to caregiver-patient communication about end of life issues 
seems to be consistent with an ACT perspective, as avoidance of psychological distress 
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is a typically ineffective coping strategy that perpetuates communication difficulties and 
paradoxically increases psychological distress. For this reason it would be valuable to 
formally examine the impact of experiential avoidance on mortality communication 
among caregivers of palliative care patients. Further, considering the frequency of 
communication difficulties and the distress they cause, engaging in open and honest 
communication may in fact be chosen by caregivers as a target for valued action. 
 
2.6 TOWARDS AN ACT BASED MODEL  
Caring for a loved one at end of life is a stressful life event and each caregiver 
may respond in a unique way. ACT is an encompassing framework in which to 
understand and address this range of psychological suffering. Increasing acceptance, or 
reducing experiential avoidance, has a strong potential to alleviate unnecessary 
suffering caused from rigid avoidance of unwanted thoughts and feelings related to grief, 
fearful attitudes towards death, and communication difficulties. Helping caregivers stay 
engaged in life by undertaking action that is personally meaningful and fulfilling has a 
strong potential to help caregivers adjust to their situation and enhance their 
psychological wellbeing.  
The field of caregiver psychosocial research has been criticised for 
underutilisation of theory and being largely descriptive (McGuire et al., 2012). With this 
comes a lack of explanatory and intervention research that is directly transferable to 
practice (McGuire et al., 2012). For these reasons we propose an ACT based 
conceptualisation situated within the integrative risk factor framework that partially 
explains caregiver coping with psychological distress and grief. The model enables an 
appropriately complex and coherent view of factors impacting caregiver coping, taking 
into account interactions between factors and identifying sources of both vulnerability 
and resilience. Further, the model enables generation of therapeutic interventions with a 
clear rationale. The research and clinical implications of this model are described in the 
following section. 
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Figure 2.2 ACT based model predicting caregiver grief and psychological distress from 
death attitudes and communication about death and dying. A positive relationship is 
represented by a full line, whereas a negative relationship is represented by a dashed 
line.  
 
2.7 EVALUATION & APPLICATION OF THE MODEL 
The proposed model and how it is situated within the integrative risk factor 
framework is illustrated in Figure 2.  One advantage to conducting research that is 
model driven is that it promotes examination of the interactions between key variables 
in the adjustment process. We suggest that fear of death, death acceptance and 
communication are covariates. Acceptance and valued-living (partially) mediate the 
relationship of death attitudes and communication on psychological distress and grief. 
Further, acceptance and valued-living as well as psychological distress and grief share 
reciprocal relationships such that they contribute positively to each other. To illustrate, 
consider a caregiver for whom the experience of seeing their loved one dying has 
elicited their fears of death. We would predict that they experience higher levels of 
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communication difficulties, psychological distress and grief as a result. However, 
should the caregiver also have high levels of acceptance or valued-living, we would 
predict that their communication difficulties, grief and psychological distress resulting 
from fear of death would be lower. 
Another advantage of model driven research is that it promotes examination of the 
relative importance of the factors in the adjustment process. For example, it is unclear 
how prominent the role of death attitudes is in individuals’ grief and the extent to which 
mortality communication impacts death attitudes and grief. Also, considering the strong 
relationship between death acceptance and fear of death it is possible that death 
acceptance does not predict additional variance over and above that of fear of death. 
Further, when pre-loss and post-loss grief is compared, there may be different strengths 
and causal directions of relationships among variables. It is possible that fear of death 
and valued-living play a stronger role in preloss grief as the impending death strongly 
elicits fears of death and provides an impetus to value the time left. By comparison, 
death acceptance and general acceptance may take precedence in postloss grief as 
indicated by the literature on the critical role of acceptance in adjustment to loss. Model 
testing will allow clarification of these complex interactions between caregiver 
vulnerabilities and resilience. 
The model also has implications for clinical practice. Identifying and 
understanding key relationships between variables will point to specific interventions to 
target key processes when coping with end of life issues. These include not only 
development of strategies to deal successfully with fear of death and psychological 
distress (including avoidance of), but also to encourage a more accepting attitude 
toward death and engagement and fulfilment in life in spite of suffering or nearing end 
of life (Tomer, 2012).For example, if communication difficulties are experienced, the 
clinician can investigate experiential avoidance as a root cause. They can explore the 
thoughts, feelings and avoidance strategies behind the caregiver’s communication 
difficulties and help them come to accept their experiences. If it is found that the 
caregiver has high levels of fear of death, the clinician may also encourage openness to 
death-related thoughts and feelings, and engagement in valued activities so as to 
encourage greater death acceptance.  
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2.8 CONCLUSIONS 
We have argued for greater conceptual work and explanatory research in order to 
develop a more comprehensive understanding of factors influencing caregiver 
psychosocial outcomes and ultimately to inform practice. We have presented our 
theoretically and empirically driven model as a step forward in addressing this need. It 
is part of a reflexive and cumulative model-building process, one that is open to revision 
secondary to empirical tests. Application of the model in research will further 
understanding of the complex interpersonal and intrapersonal caregiving environment, 
and eventually inform and expand the type and comprehensiveness of support we can 
offer caregivers.  
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                                                                                          Chapter 3:
Prediction of individual differences in adjustment to loss: Acceptance 
and valued-living as critical appraisal and coping strengths 
 
This chapter has been published as a paper in the journal Death Studies (see 
Appendix 2). Minor modifications were made to this published paper to conform to the 
thesis review process.  
 
Davis, E. L., Deane, F. P., & Lyons, G. C. (2016). Prediction of individual 
differences in adjustment to loss: Acceptance and valued-living as critical appraisal and 
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3.1 INTRODUCTION 
Bereavement is a common experience among university students (Balk, Walker, 
& Baker, 2010; Hardison, Neimeyer, & Lichstein, 2005; Walker, Hathcoat, & Noppe, 
2011; Whyte, Quince, Benson, Wood, & Barclay, 2013), with estimates of 35-49% of 
students experiencing a loss in the previous 2 years (Balk et al., 2010; Hardison et al., 
2005). It is a stressful life event with acute and long term effects on mental and physical 
health (Whyte et al., 2013). However, there is limited research on the effects of 
bereavement amongst university students, a predominantly young adult population. 
Similarly, there is little research on their individual differences in adaptive coping. 
Grief is a normal psychological and emotional process occurring in response to a 
significant loss (Chan, Livingston, et al., 2013). Grieving persons experience a spectrum 
of consequences depending on the psychological makeup and past experiences of the 
person and the circumstances of the loss (Neimeyer, Laurie, Mehta, Hardison, & Currier, 
2008). Most bereaved individuals experience a gradual decline in the pain of grief over 
time and find a way to accept the loss and go on living a life of meaning and purpose 
(Romanoff, 2012).  They have been shown to develop a more positive sense of self, life, 
and death and dying after experiencing a close loss (Anderson, Williams, Bost, & 
Barnard, 2008; Calhoun & Tedeschi, 2006; Supiano & Vaughn-Cole, 2011). However, 
loss can also pose a serious challenge to psychosocial development in young adults 
(Hardison et al., 2005; Neimeyer et al., 2008) and potentially lead to prolonged grief 
disorder (PGD) – a proposed clinical syndrome characterised by debilitating persistent 
grief reactions post-death (Prigerson et al., 2009). Approximately 10% of bereaved 
individuals develop PGD (Kersting, Braehler, Glaesmer, & Wagner, 2011; Prigerson et 
al., 1995); experiencing symptoms such as intense yearning, preoccupation with 
thoughts of the deceased, avoidance of painful affect, and lack of acceptance of the 
death. Although aspects of these experiences are considered usual psychological and 
emotional reactions following a loss (Stroebe, Hansson, Stroebe, & Schut, 2001), the 
symptoms are not as intense and persistent in normal grief reactions (Hardison et al., 
2005). Thus, grief can be viewed on a continuum of severity, from comparatively mild 
and short-lived symptomatology to profoundly disruptive and persistent problems in 
adjustment that qualify as a clinical syndrome (Hardison et al., 2005).  
Examination of individual differences in adaptation to bereavement is important 
for the development of effective interventions. One of the models that have been 
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developed to guide systematic analysis into individuals differences in adjustment to 
bereavement is the Integrative Risk Factor Framework (Stroebe et al., 2006). The 
framework incorporates an analysis of bereavement stressors, intrapersonal and 
interpersonal risk and protective factors, and appraisal and coping processes that are 
proposed to impact on outcome.  
 Guided by the Integrative Risk Factor Framework we recently presented an 
explicitly strengths-based model of coping with issues of death and dying (Davis, 
Deane, & Lyons, 2015). It is based in Acceptance and Commitment Therapy (ACT) and 
incorporates intrapersonal and interpersonal factors drawn from the literature that 
impact grief. ACT is a form of psychotherapy that encourages individuals to be willing 
to experience their unwanted private events (e.g. thoughts, feelings, memories) in order 
to engage in values-guided action that gives meaning to their lives (Hayes et al., 1999). 
Acceptance of a loved one’s death and a life without that person is a common issue for 
the bereaved in the adjustment process. Helping individuals to identify values and 
pursue goals that are important to them, despite experiencing emotional turmoil, can 
help them stay engaged and moving forward in life. Although there has been limited 
research on the application of ACT in grief, acceptance and valued-living are likely, at 
least in theory, to help someone who has lost a loved one (Davis et al., 2015).  
While a broader description of ACT within the context of death and dying can be 
found in our recent article (Davis et al., 2015), the following provides a summary. ACT 
proposes that a central factor underlying psychopathology is an unwillingness to remain 
in contact with unwanted private events (i.e. distressing or unpleasant thoughts, images, 
feelings, sensations, urges and memories) and includes attempts to change, avoid, or 
eradicate these events (Hayes, 2004). This process is known as experiential avoidance 
(this is the negative term to our use of “acceptance”). A recent meta-analytic review was 
conducted using 39 randomised controlled trials on the efficacy of ACT from 1,821 
patients with mental disorders or somatic health problems (A-Tjak et al., 2015).  Results 
showed that ACT is more effective than psychological placebo (Hedges’ g=0.51) or 
treatment as usual (Hedges’ g=0.64) and may be equivalent to traditional Cognitive 
Behaviour Therapy in treating anxiety disorders, depression, addiction, and somatic 
health problems.  
When experiential avoidance is applied rigidly and pervasively to unwanted 
private events it leads to a paradoxical increase in those events. This ultimately acts to 
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maintain and exacerbate psychological distress, often at the expense of pursuing valued 
life directions (Hayes et al., 2012; Hayes et al., 1999). Several experimental studies 
have shown significant differences between individuals with high versus low levels of 
experiential avoidance or who engage in a suppression (avoidant) versus acceptance 
strategy to manage uncomfortable thoughts and feelings. For example, using a carbon 
dioxide-enriched air challenge, Feldner and colleagues (2003) found that participants 
with high levels of experiential avoidance showed more anxiety and emotional 
discomfort than those with low levels, but not more physiological activation. They also 
explored the effect of a protocol where participants were asked to either accept the 
discomfort or to try to suppress it, and found those with high levels of experiential 
avoidance who received the suppression instruction showed higher levels of anxiety 
than those who received the acceptance instruction. Marcks and Woods (2007) asked 
participants to talk about and imagine that a loved one was having a traffic accident, 
they found that suppression was related to more intrusions and higher levels of anxiety 
and negative evaluation compared with acceptance. Another study assessed the impact 
of two different strategies for dealing with discomfort (Luciano et al., 2010). The first 
involved, contextualising discomfort as something to get rid of before pursuing valued 
directions (experiential avoidance). The second involved, contextualising discomfort as 
part of valued action and thus something to be present with while living in accordance 
with one’s values (acceptance). The acceptance protocol resulted in the lowest ratings of 
experienced discomfort whereas discomfort was increased when it was framed as 
opposed to the valued task.  
Ruiz (2010)  reviewed correlational, experimental, component, and outcome 
studies of ACT. Correlational studies showed that experiential avoidance related to a 
range of psychological disorders and mediated the relationship between symptoms and 
psychological constructs, while outcome studies showed ACT as efficacious for a range 
of psychological problems and through the hypothesized mechanisms of change. 
Experimental and component studies generally showed that acceptance-based protocols 
were more efficacious than control-based protocols. It was therefore concluded that 
there is consistent support for the ACT model across different types of studies. 
Characteristic symptoms of prolonged grief include pervasive and persistent 
yearning (Prigerson et al., 2009) and rumination (Eisma et al., 2014; Stroebe et al., 
2007). Yearning involves a strong longing for the deceased to return and a host of 
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painful feelings. Rumination involves repetitive and recurrent, self-focused thinking 
about negative emotions and/or events (Michael, Halligan, Clark, & Ehlers, 2007) 
situated either in the past or the future (Zettle, 2007). Rumination resembles problem-
solving but the problems usually cannot be solved because they either exist in the past 
or have not yet occurred; for example, past transgressions or missed opportunities (e.g. 
“I should have spent less time at work”) or ways to avoid an unappealing future (e.g. “If 
I can figure out why I feel this way, I’ll find a way out”) (Zettle, 2007). Eisma and 
colleagues (2014) demonstrated the link between experiential avoidance and rumination 
in people who were recently bereaved. Using an eye-tracking paradigm they showed 
that high ruminators made shorter average gaze times for loss-related stimuli but longer 
average gaze times for negative (and neutral) non-loss-related stimuli. This suggests 
that rumination is related to avoidance of personally-relevant threatening material when 
less-threatening negative (and neutral) material is simultaneously available. Neither 
yearning nor rumination are particularly problematic if engaged in occasionally and 
experienced with openness. However, should a bereaved individual become fixated in 
yearning or rumination, they evade accepting the reality of the loss and the associated 
painful feelings. Given that the inability to accept a loss is proposed to fuel prolonged 
grief (Stroebe et al., 2007), acceptance-based support may reduce rumination and other 
grief complications (e.g., yearning) after bereavement (Eisma et al., 2014).  
The aim of ACT is to change the relationship with unwanted private events so that 
they are no longer perceived negatively nor perceived as events to be changed, avoided 
or eradicated, but rather as harmless and transient. Being willing to remain in contact 
with unwanted private events, or ‘accepting’ them, does not mean liking, wanting, or 
approving of them, but rather being aware of them and letting them be in order to 
engage in valued activities. Values reflect what sort of person an individual wants to be, 
what is significant to them and provides fulfillment, and what principles they want to 
uphold (Harris, 2007). Mindfulness exercises are often used in ACT to facilitate skills 
in being present, and noticing and observing thoughts and feelings nonjudgmentally. 
Acceptance and valued-living contribute to a broader construct known as psychological 
flexibility and both are thought to contribute to increased wellbeing (Hayes, 2004).  
Thus in an ACT approach to grief, individuals are recommended to accept what 
they are thinking and feeling and pursue valued life directions (Harris, 2008). That is, 
regardless of what the thoughts and feelings are, to notice them without judgment and 
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let them simply be. For example, should the individual be yearning for their loved one 
and distraught by feeling of abandonment, they are encouraged to acknowledge that 
those thoughts and feelings are there, to refrain from judging whether they are 
“right”/”positive” or “wrong”/”negative” thoughts and feelings, and allow them to be 
there without trying to control them or make them go away. Also, to help with gradual 
adjustment to a changed life, it is suggested that individuals anchor themselves in the 
present moment (using mindfulness exercises) rather than dwell on the past or worry 
about the future (Harris, 2008). And by observing the thoughts and feelings that come 
up during grief, the individual learns more about what they value (e.g. showing 
affection), which can be used to set goals (e.g., "I will show more affection to my 
friends"; Harris, 2008). This process supports restoration to a fulfilling life despite the 
loss of their loved one. If, on the other hand, the individual is unwilling to have those 
thoughts and feelings, they restrict their experiences and possibilities for the future 
(Wilson, 2008). That is, to label thoughts and emotions related to grief as unacceptable 
means that the individual is unlikely to go where those thoughts and feelings are likely 
to emerge (e.g. specific events, places, activities, or even specific feelings like intimacy). 
If the individual values the specific events, places and so forth, nonacceptance of the 
grief-related thoughts and feelings is a barrier to leading a more fulfilling life.  
Thus, ACT is ideally suited to the area of loss for two key reasons (Davis et al., 
2015). Acceptance has been suggested to be of particular utility in situations that 
involve unchangeable elements (Feros et al., 2013; Gregg et al., 2007; Wicksell et al., 
2009), while personal values provide the motivation to engage in enriching activities 
despite such elements (Bahraini et al., 2013; Branstetter-Rost et al., 2009; Harris, 2006). 
Also, ACT is transdiagnostic, meaning that that it applies to the human condition and 
not just psychopathology (Kashdan & Rottenberg, 2010) and thus is not limited in its 
applicability to clinical populations only.  
We attempted to locate acceptance and valued-living in the context of the 
Integrative Risk Factor Framework (Davis et al., 2015).  In this paper it was suggested 
that grief is a function of acceptance and valued-living which could be construed as 
appraisal and coping factors. Theoretically, we postulate acceptance as having both 
appraisal and coping functions. It enables individuals to first consider rather than avoid 
their difficult thoughts and feelings so that they may appraise a situation accurately, 
then also to realize that they have the ability to live with those thoughts and feelings. 
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Acceptance therefore involves a moment-by-moment willingness to be open to private 
events and, as such, is not a state that is permanently arrived at but rather is a dynamic 
and ongoing process. For example, a bereaved individual with high levels of acceptance 
is able to open up to how they feel about their loss and approach the process with 
greater openness rather than judgment. In contrast, an individual with low levels of 
acceptance might attempt to deny the reality of the loss in order to protect themselves 
from their ‘unbearable’ thoughts and feelings, and in the process paradoxically be 
overwhelmed by them.  Similarly, valued-living is postulated as a coping variable. 
Specifically, an individual’s values act as powerful reinforcers to do what is important 
to them despite the possibility of not receiving a tangible reward (e.g., praying to God 
for help; Wilson, Sandoz, & Kitchens, 2010). Living a values-based life leads to the 
development of a reservoir of personally meaningful experiences to draw strength from 
in difficult times (e.g., spiritual peace; Graham, West, & Roemer, 2015).  
Within the model, difficulties or avoidance in communicating about death and 
dying was considered an interpersonal factor, and fear of death and death acceptance 
were proposed as intrapersonal factors (de Groot et al., 2007). (For the purposes of this 
paper the term acceptance is used to refer to the ACT-based definition of acceptance (as 
described above) and is distinct from our use of death acceptance, which specifically 
refers to an accepting attitude toward death.) Communication avoidance about death 
and dying, fear of death, and death acceptance are theorised as components of 
acceptance. Communication avoidance represents a death specific form of experiential 
avoidance, in which an individual is fearful of talking about death and dying due to the 
difficult thoughts and feelings this topic can evoke. Similarly, fear of death describes an 
orientation toward death that is characterised by an inability to accept it as an inevitable 
reality, while death acceptance takes the antithetical position. Fear of death and death 
acceptance are also theorised as contributing to valued-living. It has been suggested that 
fear of death can prevent people from living a full life (Wong, 2008; Yalom, 2008) 
while it is proposed that death acceptance enables an individual to engage in what is 
meaningful and important to them by allowing them to embrace death as a natural part 
of life. 
Further information on the empirical literature and theoretical underpinnings of 
the model can be found in (Davis et al., 2015). Preliminary evidence to support the 
proposed relationships includes research that has identified avoidance of psychological 
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distress (low acceptance) and fear of death as key reasons for communication avoidance 
when a loved one is seriously ill (Bachner, Gesis, Davidov, & Carmel, 2008; Bachner et 
al., 2011; Zhang & Siminoff, 2003). Further, social constraints on disclosure of loss-
related thoughts and feelings has been associated with negative psychological and 
physical adjustment to loss (Juth, Smyth, Carey, & Lepore, 2015). Acceptance is 
suggested as a core component in adjustment to loss, given it strongly predicts both 
grief and psychological distress (Boelen et al., 2010; Morina, 2011; Spira et al., 2007). 
Valued-living has also been associated with lower levels of psychological distress 
(Wilson et al., 2010). In addition, intrinsic goal attainment, an aspect of valued-living, 
has been related to lower levels of fear of death and higher levels of death acceptance 
(Van Hiel & Vansteenkiste, 2009).  However, the relationship between acceptance and 
death attitudes has not been examined nor has the role of valued-living in grief.  
Identifying and developing our understanding of predictors of adjustment to loss 
has important theoretical and therapeutic implications.  As noted, there is a dearth of 
research investigating individual differences in adjustment to loss particularly in 
university student populations. Our previous paper focused on how the model would 
operate for caregivers of palliative care patients, while also reviewing existing empirical 
evidence for the theorized relationships among the general population. Therefore, the 
purpose of the current study is to provide an initial exploration of some of the theorized 
relationships in a sample of bereaved university students. Specifically, the aim is to 
examine ACT derived hypotheses regarding the relationships between acceptance and 
valued-living with grief, as well as other under-researched variables of fear of death and 
communication avoidance.  
It is hypothesized that: 
1. Higher levels of grief will be predicted by lower levels of acceptance, valued-
living, and death acceptance, and higher levels of fear of death and 
communication avoidance;  
2. Acceptance and valued-living will account for unique variance in grief, above 
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Participants were 97 bereaved students from a large Australian university. 
Participants were classified as bereaved if they indicated they had experienced a close 
personal loss of a family member or friend within the past 2 years. Table 3.1 
summarizes the demographic and loss characteristics of participants. The sample 
consisted of 71 women (74%) and 25 men (26%) whose mean age was 24.88 years 
(SD=9.60), with a range of 18 to 59 years. Most of the bereaved sample was single 
(68%), born in Australia (87%), and spoke only English at home (85%). Approximately 
three-quarters of the bereaved sample did not follow a religion, and of those who did, 
most identified as Christian (22%). Nearly half of respondents had lost a grandparent 
(45%), and half indicated the death of their loved one was natural and anticipated (50%).  
 
Table 3.1 Demographic and loss characteristics.  
Variable  Mean (SD) 
Age   24.88 (9.60) 
  N (%) 
Gender Male 25 (26) 
 Female 71 (74) 
Relationship Status Married/de Facto 31 (32) 
 Single/ 66 (68) 
                                                            Table 3.1 continues on next page 
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Table 3.1 continued. 
  N (%) 
Education Higher School 
Certificate 
60 (63) 
 TAFE diploma 14 (15) 
 Undergraduate 12 (13) 
 Postgraduate 10 (10) 
Country of Birth Australia 84 (87) 
 Other 13 (13) 
Language spoken at home English only 82 (85) 
 Other 15 (15) 
Religion No Religion 70 (74) 
 Christian 21 (22) 
 Islam 3 (3) 
 Buddhism 0 (0) 
 Other 1 (1) 
Cause of Death  Natural, anticipated 48 (50) 
 Natural, unanticipated 28 (29) 
 Accident 12 (12) 
 Suicide 7 (7) 
Type of relationship  Grandparent 44 (45) 
 Friend 19 (20) 
 Other extended family 16 (17) 
 Parent 10 (10) 
 Sibling 3 (3) 
 Partner 2 (2) 
Note. Percentages do not add up to 100 due to missing data or rounding errors. 
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3.2.2 Procedure 
Ethics approval was obtained from the university Human Research Ethics 
Committee. The study was advertised on an online research participation system for 
undergraduate psychology students, posters on campus, and in an email from 
postgraduate and international student coordinators.  Participants completed a self-
report questionnaire and were then debriefed. Participants who were undergraduate 




Post-loss grief was measured by the PG-13 (Prigerson & Maciejewski, 2006b) 
which is a diagnostic tool for PGD based on the diagnostic criteria outlined by 
Prigerson and colleagues (Prigerson et al., 2009). It was developed from the Inventory 
of Complicated Grief (Prigerson et al., 1995) and Inventory of Complicated Grief –
Revised (Prigerson & Jacobs, 2001). It contains 11 items that assess the severity of a 
particular set of symptoms – feelings (e.g. yearning for the patient to be healthy again), 
thoughts (e.g. confusion about their role in life) and actions (e.g. finding it difficult to 
trust people) – arising from the person’s death and two further items assess the duration 
of symptoms (greater than 6 months for PGD) and whether they are associated with 
significant functional impairment. Thus the first 11 items of the PG-13 was used to 
indicate intensity of grief in analyses, with items rated on a 5-point Likert type scale of 
1 (not at all) to 5 (several times a day/ overwhelmingly). The final 2 items are then 
applied to determine participants who meet criteria for PGD. The PG-13 has 
demonstrated good internal consistency (α=.82) and incremental validity in a bereaved 
community sample in the US (Prigerson et al., 2009) . Internal consistency of the PG-13 
was excellent in the current study (α=.92). 
 
3.2.3.2 Acceptance 
Acceptance, that is, acceptance of unwanted private experiences, was measured 
by the Acceptance and Action Questionnaire – II (AAQ-II; Bond et al., 2011). The 
AAQ-II contains 7 items with statements (e.g. “I’m afraid of my feelings”, “My painful 
memories prevent me from having a fulfilling life”), which are rated on a 7-point 
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Likert-type scale of 1 (never true) to 7 (always true). We reversed scores so that higher 
scores indicate greater acceptance. It has demonstrated good reliability (α=.84) and 
convergent, divergent and incremental validity in a sample of community members and 
university students from the US and UK (Bond et al., 2011). Cronbach’s alpha for the 
AAQ-II items in the current study indicated high internal reliability (α=.91).  
 
3.2.3.3 Valued-living 
The Consistency subscale of the Valued Living Questionnaire (VLQ; Wilson et 
al., 2010) was used to assess valued living. Participants rated how consistently they had 
lived in accord with their values in domains of living (e.g. family, work, education) on a 
10-point scale from 1 to 10, with higher scores indicating greater consistency. In the 
original scale there are 10 domains of living; however we removed one domain and 
added three domains to produce a total of 12 domains. The domain of parenting was 
administered but not included in the final scale because there was greater than 20% of 
missing data for this domain. Considering it is a university student sample with 
primarily younger adults, it is likely that many participants did not answer this 
component as they did not perceive it relevant to their situation. Three additional 
domains of psychological well-being, financial security/ prosperity and autonomy/ 
independence were added to the remaining 9 standard domains to assess values that 
were thought to be particularly relevant to the university sample. In a sample of US 
university students the VLQ-Consistency subscale has demonstrated adequate internal 
reliability (α=.60), and the full VLQ has demonstrated adequate test–retest reliability 
with a one- to three-week delay between administrations (α=.75) and construct validity 
(Wilson et al., 2010). The full VLQ has also shown good convergent and discriminant 
validity in an African American sample (van Buskirk et al., 2012). For the 12 domains 
rated in the current study the internal reliability was (α=.68) but because individuals 
generally provide varied ratings for the wide range of value domains high internal 
reliability is not necessarily expected or needed for a measure of this type.    
 
3.2.3.4 Death attitudes 
The Multi-dimensional Orientation Toward Dying and Death Inventory (MODDI-
F; Wittkowski, 2001) was used to assess death attitudes. The MODDI-F contains 47 
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items across 8 subscales, but for the purposes of the present study the following six 
subscales were used: Fear of one’s own dying (8 items; e.g. “The physical decline that 
accompanies a slow dying process disturbs me”), Fear of one’s own death (6 items; e.g. 
“Thinking beyond the threshold of my death makes me feel afraid”), Fear of another 
person’s dying (6 items; e.g. “I am afraid of seeing another person dying”), Fear of 
another person’s death (4 items; e.g. I am afraid of losing loved ones through death”), 
Acceptance of one’s own death and dying (AODD; 8 items; e.g. “To me, the dying 
process means the completion of my life”), Acceptance of another person’s death 
(AOPD; 6 items; e.g. “I am afraid of losing loved ones through death”). To simplify 
analyses, the subscales Fear of one’s own dying and Fear of one’s own death were 
combined to create a composite Fear of one’s own death and dying subscale (FODD; 14 
items), and the subscales Fear of another person’s dying and Fear of another person’s 
death were combined to create a composite Fear of another person’s death and dying 
subscale (FOPD; 10 items). Participants are asked to respond on a 4-point Likert sale 
from 0 (do not agree at all) to 3 (agree almost totally). The subscales have 
demonstrated good internal consistency (α>.82) and construct validity in a sample of 
German community members and university students (Wittkowski, 2001; Wittkowski, 
Ho, & Chan, 2011). Internal reliability of the MODDI-F subscales, including the 
combined subscales, in the current study was good (α>.83). Higher scores indicate 
higher levels of the fear of death or acceptance of death attitude.  
 
3.2.3.5 Communication avoidance 
In the absence of a validated measure for general family communication about 
death outside of an end of life population, communication was measured by the 
Expressiveness subscale of the 12-item Family Relationship Index (FRI; Moos & Moos, 
1981).  This subscale measures the extent to which family members feel they can 
express their thoughts and feelings, particularly those that may be considered to cause 
anger or emotional pain (e.g. “Family members often keep their feelings to themselves”, 
“We say anything we want to around home”). Participants indicate whether they think 
the listed statements about their family are true or false, and scores were reversed in this 
study so that higher scores indicated poorer communication. The FRI has demonstrated 
good reliability (α=.89) and construct validity in a number of US community samples 
(Holahan & Moos, 1983), but the Expressiveness subscale has poor reliability in an 
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Australian sample of patients and relatives (Edwards & Clarke, 2005). Internal 
consistency for the Expressiveness subscale in the current study was adequate for 
research purposes (α=.64). These relatively low internal consistencies are not 
uncommon for the FRI due to the broad scope of the subscales and the dichotomous 
response format (Edwards & Clarke, 2005; Moos, 1990).  
 
3.2.4 Analysis 
Missing values of data were examined. If more than 80% of values were available 
within a scale, the mean of the available data for the individual participant was used 
(prorated scores). If less than 80% of values were available, the participant’s responses 
for that scale were deleted.  As a result, 2 cases were deleted and 11 cases prorated for 
valued-living, while less than 5 cases were prorated for all other scales. 
Data were also examined for outliers and casewise diagnostics were used to detect 
any problematic cases, of which none were found. Normality plots and statistical tests 
of normality were inspected. The number of losses was positively skewed and thus was 
divided into two categories, “one loss” and “more than one loss”. Normality data also 
indicated that the PG-13 was significantly and positively skewed and the FRI-
Expressiveness showed significant platykurtic kurtosis. (All other variables 
approximated normality.) The skewness and kurtosis were slight and improved with 
transformation. However, analyses conducted comparing transformed and non-
transformed data resulted in the same pattern of findings and the magnitude of the 
indices were highly equivalent. Thus, for ease of interpretation we report the results 
from the non-transformed analyses. In addition, analyses were conducted using 
parametric and non-parametric equivalent tests, which similarly produced no 
differences in the pattern or substance of the findings. Therefore the non-transformed 
data and parametric tests were used for ease of interpretation.  
The following analyses were conducted. First, mean scores on the study outcomes 
were calculated to outline the descriptive pattern of outcomes in this sample. Second, 
using one-tailed Pearson’s Correlation and t-tests, we examined the degree to which 
grief scores varied as a function of demographic and loss characteristics in order to 
control for relevant background variables in the subsequent regression analysis. One-
tailed Pearson’s correlation analyses were used because the hypotheses were directional. 
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Correlation variables included: age, time from loss, and closeness of relationship.   T-
test variables included: gender, education, language spoken at home, religion, marital 
status, number of losses within 2 years, cause of loss for the loss that had the most 
impact on the participant, and kinship with deceased person. Third, one-tailed 
correlations between the study measures were calculated using Pearson’s correlation. 
Fourth, hierarchical regression analysis was conducted to examine whether grief was 
predicted by acceptance and valued-living, above and beyond death attitudes and 
communication avoidance, while controlling for relevant background variables. Type-I-
error was controlled at the 0.05 level using the Bonferroni procedure, with a critical p-
value of 0.013 for the demographic and loss characteristics correlation analyses, while a 
critical p-value of 0.007 was used for the t-tests and correlations between study 
measures. For all other analyses, a p-value of <0.05 was considered statistically 
significant.  
 
3.2.4.1 Attrition analysis 
Twenty-two participants did not provide data on all of the loss characteristics, 
thereby reducing the sample to 75 participants for the hierarchical regression analysis. 
T-tests were used to determine whether there were any systematic differences between 
the 22 missing participants and the remaining 75 participants on demographics and the 
study outcomes. No significant differences between the groups were found for the 8 
variables tested (p>.05). This suggests that non-completion of loss characteristic data 
did not appear to be systematically related any of the other study variables and the 75 
participants increasing the likelihood that the data were likely to be representative of the 
full sample. 
 
3.2.4.2 Power analysis 
Previous research investigating the relationships between grief and depression 
with acceptance have found correlations ranging between .33 – .64 (Boelen et al., 2010; 
Morina, 2011; Spira et al., 2007). To detect at least a medium correlation of 0.30 at 80% 
power and an alpha of .05, at least 64 participants should be recruited. 
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3.3 RESULTS 
Calculations revealed that 5% of the sample met diagnostic criteria for PGD, 
which is lower than estimates among German and US general populations of 7% and 
10% using the ICG-R (Kersting et al., 2011) and ICG (Prigerson et al., 1995) 
respectively, although rates have been found as low as 2% amongst a Chinese 
population study using the PG-13 (He et al., 2014). The average time since loss in the 
current study was 10.8 months whereas it was 2.8 years (Prigerson et al., 1995), 4.7 
years (He et al., 2014) and 13.3 years (Kersting et al., 2011) in the other studies. Mean 
scores on the study outcomes are shown in Table 3.2 and generally sat in the moderate 
range. The mean PG-13 score is comparable to that amongst a bereaved community 
sample (M=2.77, SD=0.68; Boelen & Prigerson, 2007) and slightly elevated compared 
to a US university student and community sample (M=1.57, SD=0.67; Burke & 
Neimeyer, 2014) using the Inventory of Complicated Grief-Revised (Prigerson & 
Jacobs, 2001). 
 
Table 3.2 Mean scores on study measures. 
Measures Mean (SD) Range of mean score 
Grief 2.16 (0.86) 1 – 5 
Acceptance 4.62 (1.37) 1 – 7 
Valued-living  6.35 (1.30) 1 – 10 
Fear of own death and dying 1.45 (0.70) 0 – 3 
Fear of another person’s death and dying 1.54 (0.71) 0 – 3 
Acceptance of own death and dying 1.44 (0.81) 0 – 3 
Acceptance of another person’s death  1.41 (0.81) 0 – 3 
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3.3.1 Correlational and t-test analyses 
3.3.1.1 Grief with loss and demographic characteristics 
Greater levels of grief were significantly associated with the closeness of the 
relationship (r=.48, p<.001) and lower levels of grief were significantly associated with 
increasing numbers of months since the death occurred (r=-.20, p=.04). In addition, 
participants who experienced more than one loss showed higher levels of grief 
compared to those who experienced one loss (t90=-4.90, p<.001). No other loss 
characteristics or any demographic characteristics were significantly related to levels of 
grief.  
 
3.3.1.2 Grief with other outcome variables 
Table 3.3 displays the correlations between the study outcomes. Consistent with 
previous research, acceptance and valued-living shared a significant negative 
correlation with grief. The relationship between grief and acceptance is notably stronger 
than that between grief and valued-living; with acceptance showing a strong effect and 
valued-living a small effect. With respect to death attitudes, grief shared a significant 
but weak relationship with acceptance of another person’s death. Communication 
avoidance was not significantly related to grief (with Bonferroni adjusted p-value). 
 
3.3.1.3 Acceptance and valued-living with death attitudes and communication 
avoidance 
Acceptance shared a significant positive relationship with death acceptance and 
significant negative relationship with fear of death and communication avoidance. The 
correlations were within the small range. Valued-living shared a significant relationship 
with the acceptance and fear of death outcomes, but not with communication avoidance. 
The relationships between valued-living and the death attitude measures were slightly 




Table 3.3. Correlations between study measures. 
  1 2 3 4 5 6 7 
1 Grief        
2 General acceptance  -0.60**       
3 Valued-living consistency  -0.26**  0.31**      
4 Acceptance of own death and dying  -0.14  0.22**  0.19**     
5 Acceptance of another person’s death  -0.26**  0.36**  0.21**  0.72**    
6 Fear of own death and dying   0.16 -0.31** -0.15** -0.47** -0.59**   
7 Fear of another person’s death and 
dying  
 0.17 -0.39** -0.15** -0.51** -0.71**  0.72**  
8 Communication difficulties  -0.19* -0.30** 0 .09  0.10  0.03 -0.16** -0.08 
* Significant at the .05 level 




3.3.2 Regression analyses 
Table 3.4 shows the results from the regression analysis on grief. Only those 
predictors that correlated significantly with outcome variables were used in the 
regression analyses. Assumptions for multicollinearity, linearity, homoscedasticity, 
independent errors and normally distributed errors were tested and found to be met. The 
order of variable entry was based on our theorized model.  
 Grief was regressed on acceptance of another person’s death, acceptance and 
valued-living, while controlling for number of losses (categorical), closeness of 
relationship and number of months since death. Loss characteristics were entered in the 
first block, followed by acceptance of another person’s death in the second block, 
acceptance in the third block, and valued-living in the fourth block. Results showed that 
all blocks except for the second added a significant amount of variance to the model, 
with the final model accounting for a total of 69% of variance in grief (F7,68=25.43, 
p<.001). Closeness, number of losses, and months since loss were strong predictors of 
grief and remained significant predictors of grief into the fourth block. Acceptance of 
another person’s death was not a significant predictor of grief when added in the second 
block. Both acceptance and valued-living were significant predictors of grief when 
entered in the third block, over and above loss characteristics and acceptance of another 







Table 3.4. Summary of regression analyses predicting grief. 
 











  6.10 
  3.93 
 -3.57 
 
    35.76 
    18.75 
    16.00 
Block 2:  











    <1 
    <1 
Block 3:  
General acceptance 







    18.75 
Block 4:  
Valued-living 







    11.00 
* Significant at the .05 level 
** Significant at the .01 level 
 
3.4 DISCUSSION 
The purpose of this study was to provide an initial exploration of the relationships 
presented in our proposed model in a sample of bereaved university students. The 
results support the suggestion that acceptance and valued-living are important in 
understanding an individual’s experience of grief. However, contrary to expectations, it 
appears that communication avoidance and death attitudes do not significantly 
contribute to the prediction of grief when demographic and loss characteristics are 
controlled.  
The finding that acceptance and valued-living are significant predictors of grief 
has a number of important implications.  Given that both acceptance and valued-living 
are key components of ACT it suggests that an ACT approach may hold some potential 




importance of acceptance in the prediction of grief (Boelen et al., 2010; Morina, 2011; 
Spira et al., 2007), but not valued-living.  Therefore the combination of encouraging 
acceptance of painful thoughts and feelings and engagement in action that enriches 
valued areas of one’s life may provide more benefit to the bereaved than acceptance 
alone.  The psychological processes underpinning ACT are proposed to explain the full 
spectrum of human internal experience from subclinical to clinical levels (Kashdan & 
Rottenberg, 2010), and this study has demonstrated the theoretical applicability of ACT 
constructs to grief among a subclinical population. This is a valuable finding, as 
subclinical grief is distinguished from clinical grief only by severity and duration 
(Prigerson et al., 2009). In other words, subclinical and clinical grievers experience the 
same psychological and emotional reactions following a loss (Stroebe, Hansson, 
Stroebe, & Schut, 2001) but while one’s experiences are comparatively mild and short-
lived the other’s are profoundly disruptive and persistent problems in adjustment 
(Hardison et al., 2005). Future research investigating both acceptance and valued-living 
among those with more severe levels of grief will provide stronger evidence. To date, 
no trials have been conducted to examine the effectiveness of ACT on PGD. 
It is notable that demographic and loss characteristics contributed substantially to 
the prediction of grief.  This shows that it is important to consider the closeness of the 
relationship, the number of losses and time since loss when considering an individual’s 
grief experience. Although acceptance and valued-living add significantly to the 
prediction of grief reactions even when these loss characteristics are controlled, this 
result points to a need to better understand how acceptance or values-based 
interventions should be adapted in the context of these varying background factors. 
There may also be a need to clarify what other variables might be involved in the 
relationship between acceptance and grief.  For example, Boelen and colleagues 
(Boelen et al., 2010; Boelen & van den Hout, 2008) found experiential avoidance had a 
strong relationship with grief, but this relationship was mediated by catastrophic 
misinterpretations of grief. Further, they found that experiential avoidance did not 
predict grief at a 1-year follow-up while catastrophic misinterpretations did (Boelen et 
al., 2010). Catastrophic misinterpretations of grief is similar to experiential avoidance in 
that they both refer to the perception of unwanted private experiences as negative and 




catastrophic misinterpretations is described as a more grief-specific and cognitive 
construct (i.e. the interpretation that grief is dangerous) while experiential avoidance 
refers to a more generic coping strategy and involves both cognitive and behavioural 
aspects (i.e. unwanted private experiences are perceived as negative and behavioural 
attempts are made to control them) (Boelen et al., 2010). This highlights that there are 
likely to be other important variables to consider in adjustment to grief, just as valued-
living has been identified in this study.  It also raises the point that development of an 
acceptance measure more targeted to grief may be pertinent and the AAQ has already 
had several disorder or problem specific adaptations created (e.g., chronic pain, 
substance abuse, social anxiety).  
Interestingly, acceptance was more important in predicting individual differences 
in adjustment to grief than death acceptance, which is more death specific. Nonetheless, 
correlations revealed a significant association between acceptance of another person’s 
death and grief (of equal size to that shared between valued-living and grief). 
Considering that there was no significant relationship between the fear of death 
outcomes and grief, this finding and the regression results showing acceptance and 
valued-living uniquely predict grief suggest that a more strengths-based approach may 
better support the bereaved. That is, a focus on enhancing the strengths that an 
individual brings to their situation (e.g., acceptance, valued-living, and death 
acceptance) may be more beneficial than trying to challenge negative beliefs (e.g., fear 
of death and communication avoidance).  Both ACT and behavioural activation 
paradigms are strengths-based, with the latter encouraging individuals to actively 
engage in rewarding activities and building upon what is good in their life as opposed to 
withdrawing and ‘shutting down’ in order to cope (Jacobson, Martell, & Dimidjian, 
2001). Indeed, Papa and colleagues (2013) recently demonstrated in a randomized open 
trial that 12-14 sessions of behavioural activation leads to large reductions in prolonged 
grief symptoms compared to no treatment. Conceptually, behavioural activation has 
similar characteristics to the valued-living construct in that both emphasise action and 
thus may work through similar mechanisms of change, although there are likely to be 
variations in the procedures for implementing the approaches (e.g., valued-living 
approaches commonly involve values clarification exercises). Therefore, while the 




potentially beneficial avenue for further investigation about the relationship between 
grief and death attitudes, and how strengths-based approaches might be particularly 
effective in utilizing such information in supporting the bereaved. 
 
3.4.1 Strengths and limitations 
This research has made an important contribution to the literature by highlighting 
the role of both acceptance and valued-living in grief. This had not previously been 
demonstrated for valued-living, and likewise the identification of the relative 
contributions of these variables in the prediction of grief is unique.  
There are also a number of limitations to the present study that should be noted. 
The cross-sectional design does not allow interpretations of causality or how the 
variables may influence each other over time. Another potential limitation is that grief 
was up to 2 years post-loss. Six to twelve months post-loss is marked as the time by 
which many people move through a natural mourning process (Simon, 2013), hence 
there was likely to be considerable d variability in our sample. As a result, different 
strengths of relationships amongst the variables occurring at different stages of the grief 
process may have been obscured. To partially address this limitation we controlled for 
time since loss in the grief regression analysis.  
Longitudinal research encompassing before and after bereavement would be 
beneficial in determining questions of causality, such as whether change in acceptance 
and valued-living influences grief and how death attitudes might be affected by 
bereavement. Longitudinal research would also help determine if the role of death 
attitudes, both acceptance and fear of death, may change over the grief trajectory or 
before and after bereavement, and whether the magnitude of change differs according to 
bereavement cause. Such research would be valuable for improving our understanding 
of psychological and demographic determinants affecting adjustment in bereavement 
and consequently for refining intervention.   
The study was also limited in use of a university sample which restricts 
generalisability to other populations, particularly those consisting of predominantly 




this study addressed a sizeable gap in the literature about individual differences in 
adjustment to loss in university student populations.   
Finally, the measure we used to assess communication avoidance was not specific 
to death and dying. Consequently, the results may not be an accurate reflection of the 
impact of communication avoidance in adjustment to loss. As mentioned above, future 
research in this area would benefit from the development of measures more targeted to 
grief and death and dying, rather than general avoidance as assessed by the AAQ. 
  
3.4.2 Conclusion 
The results provided preliminary support for the importance of acceptance and 
valued-living in predicting individual differences in adjustment to loss and have 
implications for supporting the bereaved. The provision of therapy to all bereaved 
individuals is not indicated (Currier et al., 2008; Neimeyer, 2000); however, the 
transdiagnostic nature of ACT suggests acceptance and valued-living as potentially 
important targets to facilitate a natural grieving process, whether subclinical or clinical. 
Further research and in particular those using longitudinal designs, should examine the 
effect of acceptance and valued-living on grief among other bereaved samples.  
Ultimately, trials testing the effectiveness of acceptance and valued-living strategies 
will allow more definitive conclusions to be made regarding the impact of an ACT 
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Acceptance and Commitment Therapy (ACT) proposes that a central factor 
underlying psychopathology is an unwillingness to remain in contact with unwanted 
private events (e.g. distressing or unpleasant thoughts, feelings, sensations, and 
memories) and includes attempts to change, avoid, or eliminate these events (Hayes, 
2004). This process is known as experiential avoidance, which is the opposite term to 
our use of acceptance. When experiential avoidance is rigidly applied to unwanted 
private events it leads to a paradoxical increase in those events (for a review see Harvey, 
Watkins, Mansell, & Shafran, 2004). This ultimately acts to maintain and exacerbate 
psychological distress, and the time and energy spent in avoidance behaviours often 
comes at the expense of pursuing what is important and meaningful in one’s life (Hayes 
et al., 2012; Hayes et al., 1999). Through acceptance and mindfulness processes, and 
commitment and behaviour change processes, the aim of ACT is to enable individuals 
to engage in meaningful and fulfilling activities in the presence of whatever unwanted 
private events may arise (Hayes, Wilson, Gifford, Follette, & Strosahl, 1996).  
A recent meta-analytic review showed that ACT is effective in treating a number 
of psychological disorders, including depression, anxiety, and addiction (A-Tjak et al., 
2015). Acceptance has consistently been identified as a significant mediator of effects in 
ACT intervention outcomes (Bluett, Homan, Morrison, Levin, & Twohig, 2014; Hayes 
et al., 2006). Further, experimental studies have shown significant differences in 
psychological distress and distress tolerance between individuals with high versus low 
levels of acceptance or who engage in a suppression (avoidant) versus acceptance 
strategy to manage uncomfortable thoughts and feelings (Ruiz, 2010). 
Acceptance is beneficial in situations involving circumstances that one can exert 
little or no control over (Feros et al., 2013; Gregg et al., 2007; Wicksell et al., 2009). 
Distressing thoughts and feelings are common and normal for patients in palliative care, 
and the illness at the centre of their difficulties is not going to go away. Acceptance 
within this context is an active process where the patient acknowledges and opens up to 
all aspects of their current situation, whether physical or emotional, so as to make the 
most of the time they have in the present (Hulbert-Williams, Storey, & Wilson, 2015). 
Theoretically, higher levels of acceptance would be expected to lead to a reduction in 




nonjudgmental and curious manner, thereby making the experience of having unwanted 
feelings more manageable and viewed less negatively. Importantly, the philosophical 
and theoretical basis of ACT applies to the human condition rather than 
psychopathology exclusively (Kashdan & Rottenberg, 2010). Thus, while patients may 
naturally be distressed at end of life, it is not necessary that they have any particular 
diagnosis to benefit from intervention focused on increasing acceptance.  
Patients in palliative care can experience considerable psychological suffering. 
The most commonly diagnosed mental health disorder is depression, with estimates of 
20% (Hotopf, Chidgey, Addington-Hall, & Ly, 2002; Wilson et al., 2007), while 
anxiety prevalence is estimated at 14% (Wilson et al., 2007). Both depression and 
anxiety have been implicated in pain severity and desire for a hastened death (Breitbart 
et al., 2000; Mystakidou, Tsilika, Parpa, Katsouda, Galanos, et al., 2006). Anticipatory 
grief occurs in response to impending loss of life as well as loss of identity, function, 
hopes, and future plans (Cheng, Lo, Chan, Kwan, et al., 2010; Mystakidou et al., 2005). 
It is associated with anxiety, depression, and hopelessness (Mystakidou et al., 2008; 
Mystakidou et al., 2005) and is implicated in strained communication within families 
(Cheng, Lo, Chan, Kwan, et al., 2010). However, there is a dearth of research 
investigating anticipatory grief in patients. To the authors’ knowledge no research has 
investigated psychological processes implicated in the development and maintenance of 
problematic levels of patient anticipatory grief, such as acceptance. A greater awareness 
of such clinical correlates would be highly useful in providing more targeted and 
effective support.  
Low and colleagues (2012) conducted the only known study investigating the role 
of acceptance from an ACT perspective among patients in palliative care. They 
identified acceptance as sharing a strong a negative relationship with psychological 
distress and that it was a significant predictor. Further, patients who received 
psychotherapy had significantly higher acceptance scores and the authors concluded 
that psychological morbidity might be reduced by improving patients’ acceptance using 
ACT (Low et al., 2012). Thus, acceptance in general and acceptance specific to end of 
life issues has the potential to allow patients to live their remaining days less impacted 




The aim of the current study is to assess the relationships between acceptance 
with anticipatory grief, anxiety and depression amongst patients in palliative care.  It is 
hypothesised that acceptance will be negatively related to anticipatory grief, anxiety and 
depression, and will be an independent predictor of levels of anticipatory grief over and 




Participants were patients from two inpatient palliative care units within the South 
Coast of NSW, Australia. They were recruited between March 2014 and August 2016. 
To be eligible for participation, patients needed to be aged 18 years or over; diagnosed 
with a life-limiting illness; recognised by their treating physician as being in the last 6 
months of life; identified by clinical staff as physically and mentally willing and able to 
participate; and have sufficient comprehension of English to be able to understand and 
complete the study documents. 
 
4.2.2 Measures 
Patient sociodemographics and clinical characteristics were obtained from 
medical records and self-report, including age, gender, marital status, education, 
ethnicity, religion, and primary medical diagnosis and treatment history. 
Acceptance. Acceptance was measured by the Acceptance and Action 
Questionnaire – II (AAQ-II; Bond et al., 2011). The AAQ-II contains 7 items with 
statements (e.g. “I’m afraid of my feelings”), which are rated on a 7-point Likert-type 
scale of 1 (never true) to 7 (always true). We reversed scores so that higher scores 
indicate greater acceptance. It has demonstrated good reliability and validity in a sample 
of community members and university students from the US and UK (Bond et al., 2011). 
Cronbach’s alpha for the AAQ-II in the current study indicated excellent internal 
reliability (α=.86).  
Anticipatory Grief. Pre-loss grief symptoms were measured using the PG-12 




2006a) based on the PG-13 (Prigerson & Maciejewski, 2006b), which is a diagnostic 
tool for Prolonged Grief Disorder based on the diagnostic criteria outlined by Prigerson 
and colleagues (Prigerson et al., 2009). The PG-12 is adapted from they PG-13 with the 
wording changed so that the loss referred to is the patient’s illness. It contains 11 items 
that assess the severity of symptoms (e.g. “yearning for the patient to be healthy again” 
and “confusion about your role in life”) arising from the person’s illness. Items are rated 
on a 5-point Likert type scale of 1 (not at all) to 5 (several times a day/ overwhelmingly). 
There is no known criterion standard for distinguishing normal from pathological 
anticipatory grief reactions (Shore, Gelber, Koch, & Sower, 2016), although symptom 
severity is indicated in carers in which anticipatory levels of grief have been identified 
as prodromal to post loss Prolonged Grief Disorder (Prigerson & Maciejewski, 2014; 
Thomas et al., 2014). A score of 36 or more was used for fulfilling criteria for 
syndromal levels of anticipatory grief symptoms, which is in line with research using 
the PG-13 to indicate syndromal levels of PGD symptoms amongst bereaved carers 
(Guldin et al., 2012; O'Connor, Lasgaard, Shevlin, & Guldin, 2010). Cronbach’s alpha 
for the PG-12 in the current study indicated excellent internal reliability (α=.86). 
Anxiety and Depression. The Hospital Anxiety and Depression Scale (HADS; 
Zigmond & Snaith, 1983) consists of 14 items divided into two subscales of 7 items: 
one for anxiety (e.g., I feel tense or wound up”) and one for depression (e.g., “I can 
laugh and see the funny side of things”). Participants respond to a Likert-type scale 
from 0 to 3. Higher scores indicate higher levels of anxiety or depression and 
categorised according to the following: normal (0-7), mild (8-10), moderate (11-15), 
and severe (16-21). It has been shown to correlate significantly with psychiatric 
interview ratings of anxiety (r=.54) and depression (r=.79) in US patients (Zigmond & 
Snaith, 1983). Cronbach’s alpha for the HADS in the current study indicated excellent 
internal reliability (α=.83). 
 
4.2.3 Procedure 
All procedures were reviewed and approved by the relevant Human Research 
Ethics Committee. Key clinical personnel at the sites identified eligible patients on the 




eligible patients. Those patients interested in participation provided written consent and 
completed a questionnaire with a researcher (ED) at the unit. 
 
4.2.4 Statistical analyses 
Data were analysed using International Business Machines Statistical Package 
for Social Sciences V.22.0 (IBM Corp., 2013).  
Missing values of data were examined. If more than 80% of values were available 
within a scale, the mean of the available data for the individual participant was used 
(prorated scores). If less than 80% of values were available, the participant was 
removed from the sample.  Based on this, 2 cases were prorated and 8 participants 
removed for a total sample size of 72.  
Data were also examined for outliers and casewise diagnostics were used to detect 
any problematic cases, of which none were found. Normality plots and statistical tests 
of normality were inspected. The AAQ-II reverse scored was significantly and 
negatively skewed with platykurtic kurtosis, while the HADS anxiety subscale and PG-
12 were significantly and positively skewed. All other variables approximated normality. 
The HADS and PG-12 scores improved with transformation, however, analyses 
conducted comparing transformed and non-transformed data resulted in the same 
pattern of findings and the magnitude of the indices were highly equivalent. Thus, for 
ease of interpretation we report the results from the non-transformed analyses. In 
addition, analyses were conducted using parametric and non-parametric equivalent tests, 
which similarly produced no differences in the pattern or substance of the findings. 
Therefore the non-transformed data and parametric tests were used for ease of 
interpretation.  
Mean scores and frequencies were used to summarise participants’ demographic 
details and scores on the outcome variables. All correlations were one-tailed and used 
Pearson’s correlation except for age and time since diagnosis which was two-tailed 
(since no specific directional hypotheses were predicted). Relationships between 
acceptance, anticipatory grief, and anxiety and depression were explored using 
correlation analyses. Correlations and t-tests were used to examine the degree to which 




control for relevant background variables in the regression analyses. Variables included 
in the correlation analyses were age and time since diagnosis. T-tests were used to 
assess differences for gender, marital status and religion. Multivariate regression 
analyses were conducted to examine the relationship between acceptance and 
anticipatory grief, adjusted for depression, anxiety, and relevant demographic variables. 
4.2.4.1 Power analysis 
Low and colleagues (Low et al., 2012) found a strong correlation of .59 between 
acceptance and psychological distress among patients in palliative care. Previous 
research examining the relationship between acceptance and post-loss grief have 
reported a correlations ranging between .33 – .64 (Boelen et al., 2010; Morina, 2011; 
Spira et al., 2007). Therefore, to detect at least a medium correlation of 0.30 at 80% 
power and an alpha of .05, at least 64 participants are needed. Alternatively, at least 68 
participants need to be recruited to detect at least a small effect of f 2=.15 increase in R2 




Of the 123 patients invited, 80 agreed to participate (65%) for which 73 provided 
sufficient data for analyses (59%). The main reason for declining was being unwell/tired 
(n=22), followed by lack of interest (n=13), distress (n=4) and being too busy (n=4). 
The sole reason for incomplete data (n=7) was being too tired or unwell to proceed with 
the entire questionnaire. 
Demographic and clinical characteristics of participants are presented in Table 4.1. 
Eleven (5%) participants were identified as showing problematic levels of anticipatory 





Table 4.1 Demographic and clinical characteristics 
Variable  Mean (SD) 
Age   70.16 (13.91) 
  N (%) 
Gender Male 39 (53%) 
 Female 34 (47%) 
Relationship Status Married/de Facto 39 (53%) 
 Widowed 14 (19%) 
 Divorced/Separated 12 (16%) 
 Never married 8 (11%) 
Education Higher School Certificate (Year 12) or lower 35 (48%) 
 TAFE diploma 17 (40%) 
 University degree 9 (21%) 
Country of Birth Australia 56 (77%) 
 Other 15 (21%) 
Religion No Religion 27 (37%) 
 Christian 43 (59%) 
 Other 2 (3%) 
Diagnosis Cancer 58 (80%) 
 Chronic Obstructive Pulmonary Disease 8 (11%) 
 Other 7 (10%) 
Note. Not all values add to 100% due to missing data. 
 
4.3.2 Descriptives 
Results indicate that on average patients showed moderate levels of anticipatory 
grief (M=25.95, SD=9.79; range 11 – 55) and depression (M=8.56, SD=3.77; range 0 – 




Levels of acceptance (M=39.15, SD=9.77; range 7 – 49) were above midrange, 
indicating relatively high levels of acceptance on average.  
 
4.3.3 Correlation analyses and t-tests 
 There were no statistically significant differences in mean scores on outcomes 
among the demographic variables. Table 4.2 presents the correlations between outcome 
measures. Acceptance shared a strong negative relationship with anticipatory grief, 
anxiety and depression that was statistically significant. Likewise, anticipatory grief, 
anxiety and depression shared strong positive relationships that were statistically 
significant. The magnitude of the correlation was notably strongest between acceptance 
and anticipatory grief.   
 
Table 4.2 Correlations between acceptance, anticipatory grief, and psychological 
distress. 
 1 2 3 
Acceptance (1)    
Anticipatory grief (2) -.72**   
HADS depression (3) -.55** .58**  
HADS anxiety (4) -.58** .59** .49** 
** Significant at the .01 level 
 
4.3.4 Regression analyses 
Table 4.3 shows the results from the regression analysis on anticipatory grief. 
Only those predictors that correlated significantly with outcome variables were used in 
the regression analyses. Assumptions for multicollinearity, linearity, homoscedasticity, 
independent errors and normally distributed errors were tested and found to be met.  
 Anticipatory grief was regressed on acceptance while controlling for gender, 
anxiety, and depression. The intention was to determine whether acceptance predicts 




Anxiety and depression were entered in the first block, followed by acceptance in the 
second block. Results showed that both blocks contributed a significant amount of 
variance to the model, with the final model accounting for a total of 59% of variance in 
anticipatory grief (F3,72=32.89, p<.001). Anxiety and depression were significant 
predictors of anticipatory grief. Acceptance was a significant predictor of anticipatory 
grief when entered in the second block, over and above anxiety and depression, and 
accounted for an additional 13% of variance.  Acceptance was the strongest predictor of 
anticipatory grief.  
 
Table 4.3 Summary of regression analyses predicting anticipatory grief.  
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* Significant at the .05 level 
** Significant at the .01 level 
 
4.4 DISCUSSION  
This study provides an understanding of the role of acceptance in anticipatory 
grief, anxiety and depression for patients near end of life. Acceptance shared a strong 
relationship with anticipatory grief, depression and anxiety. The magnitude of the 
correlations between anticipatory grief, depression and anxiety are largely comparable 
with those found in previous research by Mystakidou and colleagues among patients 
with advanced cancer (Mystakidou et al., 2008; Mystakidou et al., 2005). The 
magnitude of the correlations between acceptance with depression and anxiety are also 




psychological distress among patients in palliative care. Moreover, the present results 
are consistent with a wider body of literature examining acceptance with a range of 
psychosocial outcomes amongst patients with chronic health conditions. These include 
cancer (Hulbert-Williams & Storey, 2016; Swash, Bramwell, & Hulbert-Williams, 
2017), epilepsy (Lundgren, Dahl, & Hayes, 2008), pain (Hughes, Clark, Colclough, 
Dale, & McMillan, 2017), and medical illness and injury in general (Kortte, Veiel, 
Batten, & Wegener, 2009). This consistency lends support to the robustness of the 
findings and relevance of acceptance in the adjustment of patients confronted by illness. 
In the current study, the regression analysis identified acceptance as the strongest 
predictor of anticipatory grief and it accounted for a significant increase in variance 
over and above depression and anxiety. This is an important research finding given that 
the AAQ has come under criticism for inadequately discriminating between acceptance 
and psychological distress symptoms, thereby risking circularity of measurements and 
an overestimation of the association between acceptance and different health-related 
outcomes (Wolgast, 2014). Our findings suggest instead that the psychological process 
of acceptance is sufficiently independent of anxious and depressive symptomatology 
that it is able to account for additional variance in levels of anticipatory grief. 
These findings also have clinical implications. Foremost, they suggest that 
acceptance based interventions may be worthwhile testing in an effort to ameliorate the 
suffering of patients who are experiencing problematic levels of anticipatory grief. Such 
interventions typically include mindfulness and experiential exercises focused on 
helping the individual sit with and explore their feelings with openness and curiosity. 
Consistent with this, an evaluation of an ACT face-to-face treatment was delivered to 
45 patients with cancer over nine sessions and focused on increasing acceptance 
through experiential exercises, mindfulness, and facilitating connection with values and 
goal setting (Feros et al., 2013). Results showed that changes in acceptance predicted 
changes in psychological distress, mood, and quality of life. Therefore, a pilot trial of an 
ACT intervention for patients with anticipatory grief appears warranted. Future research 
examining the relationship between other ACT components, such as engagement in 
valued activities, would be helpful in articulating which components would be the most 




There are limitations to the current study that are worth noting. First, the sample 
size was relatively small and participants were from the same broad region and received 
care from the same service, which restricts the generalisability of the results. Future 
research would benefit from recruiting in different areas and from different service 
providers. In addition, most of the sample had a cancer diagnosis and thus the present 
findings may not necessarily capture the experience of patients in palliative care from 
different diagnoses. Although Low and colleagues (2012) reported no difference in their 
findings for cancer patients (n=87) compared to the whole sample (N=101), the size of 
the non-cancer subsample was too small to determine this rigorously. Second, self-
report measures are vulnerable to socially desirable responding, particularly when 
administered via a researcher as in the current study. This is a pertinent consideration 
given the high mean acceptance scores reported by participants and is consistent with 
previous research showing reduced disclosure of negative information, particularly 
within visually identifiable interactions (Joinson, 2001). Although this procedure was 
chosen to minimise burden on patients, future studies might benefit from patients 
completing their questionnaires independently. It might also be useful to include 
behavioural measures or medical outcomes (e.g., pain, nausea, fatigue, breathing) for 
comparison with or to corroborate psychological scores. Indeed, Low and colleagues 
(2012) used a walking test and sit-to-stand test to assess physical function and found a 
small association between acceptance and both outcomes.     
Overall the current study provides evidence that higher acceptance is associated 
with lower anticipatory grief in patients in palliative care. This provides sufficient 
support for future research examining the effectiveness of acceptance based (e.g., ACT) 
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Many carers of patients in palliative care derive great satisfaction in their caring 
role, however it can also have an enduring negative impact on their psychological 
wellbeing (Girgis et al., 2006). Prolonged Grief Disorder (PGD) is a clinical syndrome 
characterized by debilitating persistent grief reactions postdeath (Prigerson et al., 2009). 
Criteria for PGD to be included in the upcoming ICD-11 are shown in Table 5.1, with a 
diagnosis made if symptoms persist for more than 6 months (Maercker, Brewin, Bryant, 
Cloitre, Reed, et al., 2013; Prigerson et al., 2009). Prevalence estimates for PGD among 
carers sit between 10-15% (Fasse et al., 2013; Lichtenthal et al., 2011; Thomas et al., 
2014). PGD is associated with several health problems, including depression and 
anxiety disorders, suicidal ideation, functional disability, and reduced quality of life 
(Boelen & Prigerson, 2007; Lichtenthal et al., 2011; Prigerson et al., 2009; Rodriguez 






Table 5.1 Prolonged Grief Disorder criteria in ICD-11.  
A. Event criterion 
Death of a close other 
B. Separation distress 
Both of the following daily or to a disabling degree: 
1. Yearning or longing for the deceased  
2. Intense feelings of emotional pain, sorrow, or pangs of grief  
C. Cognitive, emotional, or behavioural symptoms 
Five or more of the following daily or to a disabling degree: 
1. Confusion about one’s role in life or diminished sense of self 
2. Difficulty accepting the loss 
3. Avoidance of reminders of the reality of the loss 
4. Inability to trust others since the loss 
5. Bitterness or anger related to the loss 
6. Difficulty moving on with life (e.g., making new friends, pursuing interests) 
7. Emotional numbness since the loss 
8. Feeling that life is unfulfilling, empty, or meaningless since the loss 
9. Feeling stunned, dazed, or shocked by the loss 
D. Duration 
At least 6 months have passed since the death 
E. Impairment 
The disturbance causes clinically significant impairment in social, 
occupational, or other important areas of functioning 
F. Relationship to other mental disorders 
The disturbance is not better accounted for by major depressive disorder, 
generalized anxiety disorder, or posttraumatic stress disorder. 
 
 
Pre-loss prolonged grief (PG) symptom levels have been identified as a prodrome 
to post-loss PGD in carers of palliative care patients (Thomas et al., 2014). 




(Prigerson & Maciejewski, 2014; Thomas et al., 2014). Research also suggests that 
providing anticipatory support to help carers prepare for the patient’s loss may be 
beneficial to adjustment during bereavement (Clark et al., 2011; Weissflog & Mehnert, 
2015).  
Research in palliative care has mostly focused on the needs of one primary carer 
only (Waldrop, 2006). Fewer have focused on the needs of significant others, that is, 
other family members and their wider support system, despite recognition that the 
patient together with their family and close friends should be viewed as the unit of care 
(Hudson, 2003; World Health Organization, 2002). A recent population-based study 
reported that extended family and friends contribute the majority of hands-on caregiving 
compared to first degree relatives (Burns, Abernethy, Dal Grande, & Currow, 2013). 
Although first degree relatives were more likely to have sought help for their grief than 
extended family and friends, the groups did not differ in their overall perception of need 
for more support. There is currently little data regarding these significant others in 
palliative care (Macguire, Walsh, Jeacock, & Kingston, 1999). 
A review of carer research in palliative care concluded that it is predominantly 
descriptive, with few interventions tested or found superior to usual care or control 
conditions (McGuire et al., 2012). Other reviews have also concluded that there is 
inconsistent evidence on the benefit of psychotherapeutic interventions on carer 
psychological suffering (Candy et al., 2011; Gauthier & Gagliese, 2012; Harding & 
Higginson, 2003; Harding et al., 2012; LeMay & Wilson, 2008; Peacock & Forbes, 
2003). Research investigating psychotherapeutic interventions for grief are similarly 
criticised for poor quality (Waller et al., 2016). Therefore, there is a need for the 
development of grief interventions for carers that are accessible and evaluated using 
rigorous randomised controlled trials. 
 
5.1.1 Acceptance and Commitment Therapy (ACT) 
Acceptance and Commitment Therapy (ACT) is a mindfulness-based therapy that 
has an increasing evidence base for effectively treating a number of psychological 
disorders, including depression, anxiety, and substance use (A-Tjak et al., 2015).  ACT 




in contact with unwanted private events (e.g. distressing or unpleasant thoughts, 
feelings, and memories) and includes attempts to change, avoid, or eradicate these 
events (Hayes, 2004). This process is known as experiential avoidance and when rigidly 
applied to unwanted private events it leads to a paradoxical increase in those events (for 
a review see Harvey et al., 2004). This ultimately acts to maintain and exacerbate 
psychological distress, and the time and energy spent in avoidance behaviours often 
comes at the expense of pursuing what is important and meaningful in one’s life (Hayes 
et al., 2012; Hayes et al., 1999). Thus avoidance behaviours – both of the unwanted 
private events and of engagement in valued activities – play a critical role in 
perpetuating grief reactions in an ACT conceptualisation of PGD.  
The aim of ACT is to transform the relationship with unwanted private events so 
that they are no longer perceived as ‘symptoms’ to be changed, avoided or eradicated, 
but rather as harmless transient psychological events. This permits individuals to engage 
in meaningful and fulfilling activities in the presence of whatever unwanted private 
events arise. ACT interventions utilize acceptance and mindfulness processes, and 
commitment and behaviour change processes to achieve its outcomes (Hayes et al., 
2011). 
 
5.1.1.1 ACT and grief 
Distressing thoughts and feelings are common for carers of patients in palliative 
care, and a central concern is making the most of remaining time with loved ones. ACT 
may be of benefit to carers for two key reasons. First, the large acceptance component 
makes it particularly useful in contexts that involve unchangeable circumstances (Feros 
et al., 2013; Gregg et al., 2007; Wicksell et al., 2009), while the values component 
provides the motivation to engage in activities that enrich one’s life despite such 
circumstances (Bahraini et al., 2013; Branstetter-Rost et al., 2009; Harris, 2006). 
Second, ACT is transdiagnostic, meaning that that it applies to the human condition and 
not just psychopathology (Kashdan & Rottenberg, 2010) and thus is not limited in its 
applicability to clinical populations only. Thus, ACT principles can potentially be 
helpful in “normal” grieving and for grief responses that have become problematic for 




PG before the loved one dies (i.e., pre-loss PG 'prodrome'; Prigerson & Maciejewski, 
2014; Thomas et al., 2014) could also benefit from ACT. The transdiagnostic 
applicability of ACT is an important consideration given that, thus far, the most reliable 
and reasonable treatment effects for grief interventions have largely been for those 
targeting grievers who are “clinically indicated” as likely to develop bereavement 
complications by a high score on a clinical screening tool (e.g., for grief or 
psychological distress; Currier et al., 2008).  
The theoretical applicability of ACT for grief has some empirical support. 
Experiential avoidance has been identified as a strong predictor of PG symptoms among 
bereaved students (Davis et al., 2016b) and in a community sample (Boelen et al., 2010). 
Highly related constructs have likewise been implicated in PG symptoms, including 
ruminative avoidance (Boelen & van den Hout, 2008; Eisma, Schut, et al., 2015; Eisma 
et al., 2014), depressive and anxious avoidance (Boelen & Eisma, 2015; Boelen & van 
den Bout, 2010) and catastrophic misinterpretations (Boelen et al., 2010; Boelen & van 
den Hout, 2008). Valued-living has been shown to predict PG symptoms above and 
beyond experiential avoidance in one study (Davis et al., 2016b) and implicated 
indirectly together with committed action in the success of behavioural activation 
interventions, in which bereaved individuals are encouraged to increase the number of 
meaningful activities they undertake (Eisma, Boelen, et al., 2015; Papa et al., 2013). 
 
5.1.2 ACT self-help intervention and self-help intervention for carers 
Recent systematic reviews have demonstrated self-help interventions as both 
effective (Lewis et al., 2012; Musiat & Tarrier, 2014) and cost-effective (Donker et al., 
2015; Musiat & Tarrier, 2014; Solomon, Proudfoot, Clarke, & Christensen, 2015) for a 
variety of mental health conditions. Equivalent effect sizes for guided self-help and 
face-to-face treatment have been found for depression and anxiety disorders (Cuijpers et 
al., 2010; Gregory et al., 2004) and obsessive compulsive disorder (Dettore, Pozza, & 
Andersson, 2015).  
Self-help interventions provide flexibility for carers who have unpredictable 
schedules and high levels of time pressure. They are a more feasible alternative for 




access.  ACT self-help randomised controlled trials have demonstrated that ACT self-
help interventions, with minimal or no therapist contact, can significantly improve 
mental health and general wellbeing (Cavanagh et al., 2014; Fledderus et al., 2012; 
Forsyth, 2011; Johnston et al., 2010; Lappalainen et al., 2014; Muto et al., 2011; Pots et 
al., 2016; Rasanen et al., 2016). Moreover, a number of these trials have been conducted 
among subclinical populations at risk of developing clinical problems, which is 
encouraging when considering carers of patients in palliative care are also likely to be 
predominantly in the subclinical problem range. 
In a small randomised controlled trial (RCT), Johnston and colleagues (2010) 
evaluated an ACT self-help program (n=12) in comparison to waitlist control (n=11) for 
individuals with chronic pain. The intervention comprised a self-help book with an 
accompanying workbook and weekly telephone support delivered over 6 weeks. The 
self-help book and workbook provided psycho-education and exercises about the 
unhelpfulness of pain avoidance, openness to experiencing pain and creating distance 
from unhelpful thoughts, mindfulness, values clarification, and goal setting. The 
telephone support addressed adherence and involved discussion of participants’ 
responses in the workbook. Comparisons of pre- and post-intervention scores showed a 
negligible effect size for acceptance (d=.01), small effect size for anxiety (d=.17) and 
depression (d=.22), and large effect size for values (d=.96), quality of life (d=.89) and 
satisfaction with life (d=1.1). This RCT was limited by low enrolment and high attrition, 
which raises questions about the acceptability and feasibility of the intervention and 
trial. The recruitment period or other potential reasons for the poor enrolment and 
attrition are not reported. A larger sample size is needed to determine reliability of the 
findings, and a longer follow-up to evaluate the persistence of the effects. However, 
even with the modest sample size large effects were found on several outcome variables. 
Fledderus and colleagues (2012) conducted a RCT of an ACT self-help program 
to reduce depressive symptomatology among people at risk of depression. Participants 
were allocated to the self-help program with extensive (n=125) versus minimal email 
support (n=125) or a waitlist control group (n=126). The ACT programme comprised a 
self-help book containing nine weekly modules and a CD with mindfulness exercises. 
The book included psycho-education and exercises addressing all ACT processes, 




of acceptance and willingness, mindfulness, values clarification, and goal-setting. Email 
support was provided every week by counsellors, with extensive email support 
involving additional reflective questions and the opportunity to ask the counsellor a 
question. Results showed significant reductions in depression (d=.74 extensive email 
support; d=.89 minimal email support) and experiential avoidance (d=.63 extensive; 
d=.70 minimal) at post-intervention that were sustained at 3-month follow-up. There 
were no statistically significant differences between the intervention groups, although 
slightly higher effect sizes were observed for minimal email support, which implies that 
more intensive support may not be necessary.   
In an RCT of an unguided ACT self-help intervention an ACT self-help book 
among Japanese international students in the US was evaluated (Muto et al., 2011). 
International students often experience significant psychological distress and nearly 
80% of the sample exceeded clinical cutoffs on one or more measures. Students were 
randomly allocated to receive the self-help book (n=35) or to a waitlist (n=35). The 
book included psycho-education and exercises addressing all ACT processes akin to the 
intervention by Fledderus and colleagues (2012) described above. Participants who 
received the self-help book showed significantly better general mental health after a 2-
month trial period that were sustained at 2-month follow-up (d=.98), with improvement 
related to how much was learned about the ACT model. Examination of participants 
who exceeded clinical cutoffs for moderate to severe depression showed that the groups 
were not significantly different from each other at posttest, but those who received the 
book had significantly lower depression scores at follow-up.  
Only one trial has been identified that has tested a self-help intervention for carers 
of patients with a life-threatening illness. A feasibility trial of a Cognitive Behavioural 
Therapy (CBT) based self-guided intervention was conducted among carers of patients 
with cancer (Scott & Beatty, 2013). The intervention was previously developed and 
tested for patients (Scott & Beatty, 2011), and carers were asked to take a patient 
perspective for sections that were not directly carer related. It comprised 6 weekly 
modules that involved psychoeducation and worksheets, and were accompanied by 
relaxation and mindfulness audio recordings. Module content addressed the 
psychosocial impact of cancer, assertive communication, decision-making, journaling, 




rates. Only 13 out of 64 carers consented to participate, while 9 participants completed 
post-intervention assessment and 3 participants at 3-month follow-up. Analysis of the 9 
participants who completed at least two modules showed moderate to large 
improvements in psychological distress (d=.88) and emotional functioning (d=.62) from 
pre- to post-intervention. Although most participants rated the information as helpful, a 
third stated it was not sufficiently carer focused.  
To date no studies have examined an ACT or self-help intervention for carers of 
patients in palliative care. Further, there are no detailed guidelines for palliative care 
services that outline the provision of grief support in Australia. It is recommended that 
staff determine the current state of and risk for poor psychological health among carers 
and then plan their intervention (Hudson et al., 2012). However, the type of support 
offered varies across palliative care services and there is a lack of evidence to guide 
development and allocation of bereavement support (Mather et al., 2008). Thus, it 
would be valuable to determine the acceptability and preliminary effectiveness of an 
ACT self-help intervention for carers given its potential as a highly accessible 
intervention requiring relatively low resources.  
 
5.1.3 Aims 
This protocol outlines a feasibility trial to achieve the following objectives: 
1. test the feasibility of recruitment to the trial and attrition;  
2. test the feasibility of data collection procedures; 
3. determine the rates and amount of protocol completion; 
4. evaluate whether an ACT self-help intervention for grief and 
psychological distress is acceptable to carers and significant others of 
patients in palliative care; and  
5. evaluate preliminary effectiveness of the intervention on increasing 
experiential avoidance, and valued-living, while reducing grief and 
psychological distress at 1-month follow-up. 
This data will be used to inform a Phase III trial. For the purposes of brevity, 






5.2.1 Study design 
The proposed research is a randomised two-arm controlled trial (Phase I). 
Questionnaires are collected from carers and significant others at baseline (pre-loss), 1-
month post-randomisation, and 6-months post-loss.  
 
5.2.2 Setting 
Participants are carers and significant others from two inpatient units in the South 
Coast of NSW, Australia. One unit was exclusively palliative care while the other 
managed both cardiac/respiratory rehabilitation and palliative care. The recruitment 
period is between March 2014 and August 2016, with follow-up continuing until 
February 2017.  
 
5.2.3 Eligibility criteria 
Eligible carers are identified as the primary informal carer of patients diagnosed 
with a life-limiting illness and recognised by their treating clinician as being in the last 6 
months of life. Primary informal carer is defined as the person who spends most time 
with the patient, who provides most of their informal day-to-day care, assistance, and 
support. Significant others are identified by the patient or carer as an individual who 
provides some level of informal care or support and is perceived as being substantially 
affected by the patient’s situation. Further eligibility criteria include being aged 18 years 
or over and having sufficient comprehension of English to be able to understand and 
complete the study documents. 
 
5.2.4 Conditions 
5.2.4.1 Skills-based booklet and telephone support 
Based in ACT, the self-help booklet was designed to help carers cope better with 
their situation through psycho-education and experiential exercises (see Appendix 5). 




exercises. It was intended to be delivered to carers and significant others with both 
subclinical and clinical levels of grief or psychological distress. The booklet teaches 
skills to enable participants to have a different perspective of their difficult thoughts and 
feelings so that they have less of a negative impact on the way they want to live their 
life and who they want to be. It also guides participants to clarify their values and make 
a commitment to act in accordance with their values despite any difficulties they 
encounter. The process encourages willingness to experience (not avoid) difficult 
thoughts and feelings in order to engage in values-guided action (e.g., being willing to 
experience feelings of distress in order to sit by a loved one’s bedside and be fully 
present and available for them). The specific sections covered in the booklet are 
provided in Table 5.2. Drafts of the self-help booklet were reviewed by consumers and 
experts in ACT and palliative care.  
One to two weeks after receiving the booklet participants are telephoned by the 
researcher to offer support in understanding the information and exercises. During the 
call the researcher asks participants the extent they completed the reading and exercises, 
and if they have any questions about the material. If the carer becomes bereaved within 
1 to 2 weeks of receiving the booklet, participants are not contacted until an additional 2 
weeks have passed. This time period is recommended by site staff and is reflective of 
their current practice with bereavement follow-up support. If the researcher is not able 
to contact the participant, a letter is sent notifying the participant that attempts to call 
them had been made but were unsuccessful. They are then invited to contact the 
research team for the call at a time of their choosing.  
The booklet was developed to be shorter in length compared to previously 
evaluated ACT self-help books, which approximate 200 pages (e.g., Fledderus et al., 
2012; Johnston et al., 2010; Muto et al., 2011). The shorter length was considered 
desirable given the typically unpredictable and busy lives of carers. These issues were 
emphasised by the palliative care consumers and experts who reviewed the booklet. A 
single phone call was chosen to promote engagement with the material and support in 
understanding, while also potentially decreasing the resource intensive demands for 
therapist time that is required with weekly contact.  The content was also targeted 
specifically to carers of patients in palliative care in order to acknowledge their unique 




three vignettes are used throughout the booklet to show how the ACT concepts may 
specifically manifest for carers of patients in palliative care. Not targeting the content 
has previously been identified as a potential limitation in a trial of a self-help 




Table 5.2 Synopsis of topics in the self-help booklet.  
Section Synopsis Example exercise 
Evaluation of current situation 
and where they would like to be 
Identification of the thoughts and feelings that 
are troubling them and to reflect on what these 
reveal about what is important to them (i.e. 
values). 
Carers are asked to select a problem that is 
troubling them most at this time and to formulate 
it in terms of how they will know when it is 
better. This helps focus the application of skills 
throughout the booklet and identifies the key 
thoughts, feelings and behaviours for carers to 
consider. 
Control as a problem Explanation of how difficult thoughts and 
feelings are an inevitable and ‘unsolvable’ part 
of living. Our attempts to control our thoughts 
and feelings ultimately fail and can take so much 
of our time and energy that we have little left for 
doing what we care about and being who we 
want to be. It is more helpful to learn how to go 
about your life in the presence of difficult 
thoughts and feelings. 
Carers are first asked to imagine in vivid sensory 
detail the process of holding a lemon, slicing it 
open, and drinking the juice. When this is done 
they are instructed to see how long they can not 
think about the lemon. This exercise 
demonstrates the ineffectiveness of thought 
suppression. 
 





Table 5.2 continued. 
Section Synopsis Example exercise 
Opening up to feelings Strategies to let feelings be, to simply notice 
them, without trying to get rid of them or being 
hooked by them.  
Carers are invited to place a lolly in their mouth 
and simply notice whatever thoughts, feelings 
and sensations come up for them as they do so. 
This exercise provides an introduction to sitting 
with, or accepting, thoughts and feelings.  
Noticing thoughts Strategies to distinguish helpful from unhelpful 
thoughts and to disentangle oneself from 
unhelpful thoughts by simply acknowledging 
what the mind is saying without giving into it. 
Carers are asked to wiggle their toes for several 
seconds while saying to themselves, “I can’t 
wiggle my toes” and then to keep their hands still 
while saying, “It is absolutely critical that I snap 
my fingers three times right now”. This exercise 
demonstrates the limits of control that thoughts 
have over behaviour. 
Living in the present Strategies to help us live in the present moment 
rather than thinking about something other than 
what we are doing. This helps us to do the task at 
hand more effectively. 
Carers are invited to engage in everyday 
mindfulness tasks such as noticing all the 
sensory experiences of walking, e.g., the feel of 
pressure on the feet or the breeze on their face. 
These tasks provide a readily available 
mindfulness practice carers can engage in 
regularly. 





Table 5.2 continued. 
Section Synopsis Example exercise 
Values exploration Exercises to identify current important values 
and to highlight any differences that exist 
between what is valued and how we are actually 
behaving and living our life right now.  
Carers complete the Bull’s Eye exercise of 
identifying their personal values and examining 
how consistently they are living in accordance 
with these values. Values are organised into the 
areas of Work/Education, Relationships, 
Personal Growth/Health, and Leisure. This 
exercise helps carers identify their primary 
sources of motivation to engage in personally 
important and meaningful, but difficult, 
behaviours. 
Goal setting Exercises to formulate goals that move us closer 
to where we want to be and identification of 
potential barriers (in the form of difficult 
thoughts and feelings) to doing so.  
Carers write clearly articulated and values-
consistent goals to address the problem they 
chose to focus on at the beginning. They are also 
asked to identify likely thoughts and feelings that 
will arise and to consider how willing they are to 
have these in order to achieve their goal. This 
exercise provides carers an easy to follow goal 
formation process that they can replicate across 




5.2.4.2 Treatment as usual 
Psychosocial support at the participating sites is primarily provided by the Social 
Work Department. Social work is offered to all family and friends of patients, and 
includes psychoeducation, counselling, and practical assistance with broader social 
issues such as finances. A bereavement service is provided, comprising an information 
pack to all palliative clients’ families and a follow-up phone call. Bereavement 
counselling is also available to those who seek it and an annual Memorial Service for 
friends and family of patients lost over the past year. Referral for psychological support 
from clinical psychologists is also available to family and friends of patients before and 
after the patient’s death. 
 
5.2.5 Recruitment and follow-up 
The schedule of procedures and assessments is provided in Table 5.3 (developed 
from the SPIRIT template presented in Chan, Tetzlaff, et al., 2013). 
Clinical staff at the participating sites are trained as recruiters to the study (social 
workers, nurses, registrars). Clinical or research staff introduce the study and provide a 
study brochure to eligible carers. The study brochure offers a short study synopsis and 
information about the time commitment for participation. If a carer is not present, 
patients are asked if they would like to nominate their carer to receive more information 
about the study.  
A researcher attends the unit and provides any interested carers with a study 
package containing a participant information sheet and consent form, baseline 
questionnaire, reply paid envelope, and the self-help intervention if allocated. For 
nominated carers, the researcher provides a recruitment package via the patient or 
another family member or posts the recruitment package. The self-help intervention is 
kept in a sealed envelope in the recruitment package and carers are asked to complete 
the baseline questionnaire prior to reading the booklet.  
The follow-up questionnaires are posted to participants with a reply paid envelope. 
The protocol for following up questionnaires begins with a two-week waiting period 




time. Should phone contact be unsuccessful, research staff contact the recruiting site to 
check the situation of the patient (e.g. patient death). If the patient’s situation has 
changed, research staff review carer eligibility in collaboration with clinical staff at the 
site. If the patient’s situation is unchanged, a replacement questionnaire is sent and the 
same waiting period and phone call schedule is followed. Participants are withdrawn if 




Table 5.3 Schedule of procedures and assessments.  
 STUDY PERIOD 












ENROLMENT:      
Recruitment form X     
Consent form  X     
Allocation X     
CONDITIONS:      
Intervention booklet and phone call   X   
Treatment as usual X X X X X 





Table 5.3 continued. 
 STUDY PERIOD 
 Enrolment Post-allocation 
ASSESSMENTS:      
AAQ-II, VLQ, PG-12/PG-13, HADS  X  X X 
Questionnaire acceptability  X    
Intervention acceptability    X  
Note. AAQ-II=Action and Avoidance Questionnaire – II, VLQ=Valued Living Questionnaire, PG-12/PG-13=Prolonged Grief – 12 





The control arm receives treatment as usual and the intervention arm receives 
treatment as usual plus the self-help intervention. Randomisation is performed by an 
individual in the School of Psychology at the University of Wollongong who is blinded 
to conditions and uses computer-generated random numbers.  Pre-randomised 
recruitment packages are prepared and given to consecutive carers who express interest 
in participation. Randomisation is stratified by social network such that carers and 
significant others from the same patient are allocated to the same group. Research and 
recruiting staff are not blinded to allocation. 
 
5.2.7 Sample size  
Formal power calculations are not typically undertaken in feasibility RCTs (Arain, 
Campbell, Cooper, & Lancaster, 2010). Instead a sufficient sample size to calculate the 
critical parameters relating to the feasibility outcomes, such as retention rates, in the 
trial should be used. In the present study the recommended sample size of 30 
participants per arm for feasibility and pilot studies is used (Browne, 1995). This 
provides a reasonable indication of the likely sample size required for a larger trial 
(Thabane et al., 2010). It is anticipated that 80 carers and significant others will 
complete the trial, accounting for 40% attrition as seen in similar intervention or 
longitudinal studies with carers (Hudson et al., 2013a; Kapari, Addington-Hall, & 
Hotopf, 2010; Steinhauser et al., 2006). 
 
5.2.8 Outcomes 
5.2.8.1 Feasibility and acceptability 
Feasibility and acceptability of the trial and procedures is assessed in terms of 
recruitment rates, data collection procedures, outcome measures, and retention rates. 
The acceptability of the self-help intervention is determined through the completion 
rates and carer and clinical staff perceptions of usability and helpfulness. In addition, 
the degree of compliance with protocol by research and recruiting clinical staff in the 




and facilitators and barriers is recorded. The feasibility and acceptability data helps 
identify carer factors that determine for whom the intervention is most appropriate. 
 
5.2.8.2 Preliminary effectiveness  
Examination of treatment effects is exploratory given the study is not sufficiently 
powered. Our primary effectiveness outcome is experiential avoidance, as it is the key 
ACT process variable of interest as a mechanism of change in PG symptoms. The 
secondary effectiveness outcomes are PG symptom severity, psychological distress and 
valued-living.   
  
5.2.8.3 Demographic and clinical characteristics 
Carer and significant other sociodemographic and health information is collected 
in the baseline questionnaire. Items will include gender, date of birth, ethnicity, marital 
status, education, general health, access of mental health support, and details of their 
relationship with the patient and provision of care.  
 
5.2.9 Measures 
Response and attrition rates. A record of the number of primary carers moving 
through the participating sites and their eligibility is kept, and provides an indication of 
feasible recruitment targets for the main trial. Dropout from the trial and reasons for 
dropout are recorded.  
 Questionnaire acceptability. Four items ask carers about their experience of 
completing the questionnaire. They are asked to rate whether it took too long, how 
distressing it was, whether it was helpful, and whether they would still complete the 
questionnaire now knowing what was asked (1=strongly disagree to 5=strongly agree). 
Evaluation of the intervention program and administration. Carers in the 
intervention condition are asked a series of purpose-designed questions at 1-month 
follow-up to evaluate the booklet and telephone support. They are asked the extent to 




assess their opinions of the content and helpfulness of the booklet (e.g., “… easy to 
understand” and “I would recommend …to others”) rated on a 5-point scale (1=strongly 
disagree to 5=strongly agree). Participants are asked to indicate whether or not they 
read each section (N= 10 sections) and completed the exercises (N=14 exercises) and if 
they found it helpful (1=not at all helpful to 5=very helpful). Finally, intervention 
participants are invited to provide qualitative comments on the booklet during the 
follow-up phone call and in the questionnaire. Carers are asked to state how much of the 
booklet they read, explain why they did not read/utilise sections and exercises and make 
suggestions for improvement. The duration of the telephone call and the proportion of 
successful contacts are recorded. 
Experiential avoidance. Experiential avoidance is measured by the Acceptance 
and Action Questionnaire – II (AAQ-II; Bond et al., 2011). The AAQ-II contains 7 
items with statements such as “I’m afraid of my feelings” and “My painful memories 
prevent me from having a fulfilling life”, (rated 1=never true to 7=always true). 
Satisfactory internal reliability (α=.84) and convergent, divergent and incremental 
validity has been reported in a community sample and university students from the US 
and UK (Bond et al., 2011).  
Valued-living. The Valued Living Questionnaire (VLQ; Wilson et al., 2010) is a 
two-part instrument where participants first rate the importance (α=.83) of domains of 
living (e.g. family, work, education) on a 10-point scale (1=not at all to 10=extremely), 
and then how consistently (α=.60) they have lived in accord with their values within 
each domain over the past week. A valued-living composite is calculated by combining 
the importance and consistency ratings for values rated 7 or higher, indicating the extent 
to which one is actively living out particular values in everyday life. Higher scores in 
importance, consistency or valued-living indicate greater importance, consistency or 
valued-living. Three additional domains of psychological well-being, financial security/ 
prosperity and autonomy/ independence have been added to the existing 10 domains to 
assess values that are relevant to the sample but that are not necessarily captured in the 
existing items.  
Grief. Postloss grief is measured by the PG-13, which is a rater-administered 
application of the diagnostic criteria for PGD in bereaved individuals.  It contains 13 




for the patient to be healthy again), thoughts (e.g. confusion about their role in life) and 
actions (e.g. finding it difficult to trust people) – arising from the patient’s death and 
two further items assess the duration of symptoms (greater than 6 months for PGD) and 
whether they are associated with significant functional impairment. Thus the first 11 
items of the PG-13 are used to indicate intensity of grief in analyses (rated, 1= not at all 
to 5=several times a day/ overwhelmingly). The final 2 items determine participants 
who meet criteria for PGD. The PG-13 has good internal consistency (α=.82) and 
incremental validity in a bereaved community samples in the US (Givens, Prigerson, 
Kiely, Shaffer, & Mitchell, 2011; Prigerson et al., 2009) .  
Anticipatory grief is measured using the PG-12 (Jacobsen et al., 2010; Prigerson 
& Maciejewski, 2006a), which is the same as the PG-13 but worded so that the loss 
referred to the patient’s illness and does not include the item assessing duration of 
symptoms. Internal consistency In a sample of US carers of patients with advanced 
dementia internal consistency was satisfactory (Givens et al., 2011).  
Psychological distress. The Hospital Anxiety and Depression Scale (HADS; 
Zigmond & Snaith, 1983) consists of 14 items divided into two 7-item subscales of 
anxiety (e.g., I feel tense or wound up”) and depression (e.g., “I can laugh and see the 
funny side of things”). Participants respond to a Likert-type scale from 0 to 3. Higher 
scores indicate higher levels of anxiety or depression. The HADS has been shown as a 
valid measure in carers of patients with cancer (e.g. Mazzotti, Sebastiani, Cappellini, & 
Marchetti, 2013; Petruzzi, Finocchiaro, Lamperti, & Salmaggi, 2013).  
 
5.2.10 Data analysis and management  
Data are analysed using International Business Machines Statistical Package for 
Social Sciences V.22.0 (IBM Corp., 2013). Data quality processes include internal 
audits, which involve randomly selecting one of every five questionnaires and checking 
them against the entry in the database to ensure correctness and accuracy.  
Analyses are mainly descriptive and address the outcomes relating to the 
feasibility of conducting a larger trial. Descriptive statistics on the number of eligible 
carers, recruitment rate, retention rate and reasons for drop out are provided. The 




determined through completion rates and the questionnaire acceptability items. The 
identification, recruitment, randomisation, and follow-up of participants are reported 
from monitoring records.  
Acceptability of the booklet and telephone support, barriers and facilitators to 
completion are primarily evaluated through items and qualitative information obtained 
in the carer 1-month follow-up questionnaire and telephone call. Proportions of carers 
who read the booklet, the amount read, proportions and length of completed phone calls 
are also reported. 
The means and standard deviations for each outcome measurement are reported at 
each time point.  Repeated measures ANOVA adjusted for relevant sociodemographic 
and health characteristics are used to determine intervention effects on the primary and 
secondary outcomes. Suitable alternatives for non-normally distributed data, such as 
bootstrapping, is used as needed. This analysis supports sample size calculations for a 
Phase III trial. Both intent-to-treat and per-protocol analyses are used. The intent-to-
treat analysis gives an unbiased estimate of the treatment effect (Heritier, Gebski, & 
Keech, 2003).  In the per-protocol analysis intervention participants are excluded if they 
did not complete at least 75% of the booklet. The per-protocol analysis provides a less 
diluted estimate of intervention effects (D'Agostino, Massaro, & Sullivan, 2003). 
Quantitative and qualitative data from carers are used to identify factors that 
determine for whom the intervention is most appropriate.  This analysis includes three 
categories of low/ moderate/ high-risk based on the predominance and severity of the 
PGD diagnostic criteria (as outlined by Aoun et al., 2015). 
 
5.2.11 Monitoring 
Recruitment is monitored by the research team who maintain a detailed database 
of ethics and research governance status, recruitment and retention, and any adverse 
events. Although unlikely, any untoward physical or psychological occurrence in a 
study participant or research staff member is considered an adverse event. Any adverse 
events are promptly documented and forwarded to the principal investigator, who 
together with the research team, determines the severity and relationship of the adverse 





5.2.12 Ethics and dissemination 
The study has been approved by the Joint University of Wollongong and Illawarra 
Shoalhaven Local Health District Health and Medical Human Research Ethics 
Committee, HE13-464. Recruitment at Port Kembla Hospital began in March 2014 and 
at The Wollongong Hospital in April 2015, and continues until the end of 2016. Written 
informed consent is obtained for all participants prior to participation in accordance 
with the World Medical Association (WMA) Declaration of Helsinki – Ethical 
Principles for Medical Research Involving Human Subjects and local regulatory 
requirements.  
Study data is stored securely in password protected servers or locked filing 
cabinets. All data is kept in re-identifiable form. That is, all identifying information is 
removed from participant data and participants are assigned a unique identification 
number. A list linking names and identification numbers is kept separately from any 
participant data so that it can be re-identified if necessary.  
Dissemination plans include presentations at national and international scientific 
conferences and publications in scientific peer-reviewed journals. The findings also 
form part of one of the author’s doctoral thesis (ED). Finally, a lay summary of the 
study findings is posted to participants. 
Appendix 6 presents the completed SPIRIT checklist indicating which 
recommended items are addressed in the reporting of this protocol.  
 
5.3 CONCLUSIONS 
5.3.1 Limitations and strengths  
Limitations to the proposed research include that it is localized to the Illawarra-
Shoalhaven region of NSW and therefore results may not be generalizable to carers in 
other locations where service delivery models may vary. At 1-month follow-up some 
carers may be bereaved while others have not had their loved one die. The relatively 
small sample size may mean that the ability to address this potential confound in 




Key study strengths include the novel application of ACT in a self-help format in 
carers of patients in palliative care. Results will provide preliminary information on the 
utility of this ACT intervention for grief and psychological distress as well as the 
feasibility of a self-help intervention in this unique population.  
 
5.3.2 Potential implications 
With the aging population, psychological support to carers will become 
increasingly important to keep carers functioning effectively in their role. What is 
needed is a therapeutic intervention that is feasible, acceptable and effective for carers. 
ACT based interventions have demonstrated effectiveness in helping people cope with a 
range of life challenges, and yet there is a dearth of research examining ACT in a 
palliative care context. The current study will provide valuable information on the 
feasibility and acceptability of an ACT self-help intervention for carers of patients in 
palliative care, with a preliminary investigation of its effectiveness on experiential 




                                                                                          Chapter 6:
Feasibility randomised controlled trial of an ACT self-help 
intervention for carers of patients in palliative care 
 
This chapter has been accepted as a paper to the Journal of Health Psychology 
(see Appendix 7). Minor modifications were made to this submitted paper to conform to 
the thesis review process.  
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Taking on a caring role for a loved one in palliative care can have a substantial 
impact on an individual’s wellbeing. In a recent systematic review of the burden 
amongst carers of patients with advanced or terminal illness, most studies identified that 
carers were overburdened and that this was associated with the development of 
complications in the grieving process (Delalibera, Presa, Barbosa, & Leal, 2015). Carers 
can experience high levels of psychological distress and anticipatory grief while caring 
for their loved one, with high levels of anticipatory grief being associated with poor 
bereavement outcomes such as Prolonged Grief Disorder (PGD; Nanni et al., 2014; 
Thomas et al., 2014).  PGD is a proposed clinical syndrome defined as persistent, 
debilitating grief reactions post-loss (Prigerson et al., 2009) and is included in the 
International Classification of Diseases-11 that is due for release in 2018 (Maercker, 
Brewin, Bryant, Cloitre, Reed, et al., 2013).  The psychological challenges associated 
with bereavement and grief are also relevant to the wider support system of close 
friends and family, who do not necessarily differ from primary carers in their overall 
perception of need for support (Burns et al., 2013).  
With the aging population, there will be an increasing burden placed on the health 
system to manage chronic and progressive disease. Self-help interventions are a feasible 
option low resource intervention to support carer adjustment. They have been identified 
in systematic reviews as both effective (Lewis et al., 2012; Musiat & Tarrier, 2014) and 
cost-effective (Donker et al., 2015; Musiat & Tarrier, 2014; Solomon et al., 2015) for a 
variety of mental health conditions. Scott and Beatty (2013) conducted a feasibility 
RCT of a 6-week Cognitive Behavioural Therapy (CBT) based self-guided intervention 
among carers of patients with cancer. The intervention is delivered online and was 
previously developed and tested for patients (Scott & Beatty, 2011),with carers asked to 
take a patient perspective for sections that were not directly carer related. The trial 
experienced low enrolment and high attrition rates, and yet carers who completed at 
least 2 modules showed moderate to large improvements in psychological distress from 
pre- to post-treatment. However, although most participants rated the information as 
helpful, a third stated it was not sufficiently carer focused. To date, no known studies 




Research suggests that providing anticipatory support to help carers prepare for 
the patient’s loss may be beneficial to adjustment during bereavement (Burke et al., 
2015; Clark et al., 2011; Weissflog & Mehnert, 2015) and needs further investigation 
(Schut & Stroebe, 2010). However, reviews have concluded that there is inconsistent 
evidence on the benefit of psychotherapeutic interventions on carer psychological 
suffering (Candy et al., 2011; Gauthier & Gagliese, 2012; Harding & Higginson, 2003; 
Harding et al., 2012; LeMay & Wilson, 2008; Peacock & Forbes, 2003) and for grief in 
general (Waller et al., 2016). Methodological arguments have been proffered to explain 
the mostly small to moderate treatment effects and the inconsistency and difficulty in 
interpreting outcomes from these studies (Currier et al., 2008; Waller et al., 2016). The 
strongest treatment effects have been found for bereaved individuals who are “clinically 
indicated” by a clinical screening tool, as compared to selective interventions for 
populations identified as at risk or universal interventions for all grievers (e.g., Currier 
et al., 2008).  
A promising approach for managing the difficulties experienced by carers of 
patients in palliative care is Acceptance and Commitment Therapy (ACT).  A more 
detailed explanation for the theoretical and empirical rationale of ACT for carers in 
palliative care has been provided previously (Davis, Deane, & Lyons, 2016a; Davis et 
al., 2016b). To date, no observational or intervention research has been conducted that 
examines the potential benefits of ACT amongst carers of patients in palliative care.  
ACT is a mindfulness-based therapy that has an increasing evidence base for effectively 
treating a number of psychological disorders (A-Tjak et al., 2015; Twohig, Vilardaga, 
Levin, & Hayes, 2015). ACT has also been demonstrated as amendable to the self-help 
format for depressive and anxiety symptoms and overall psychological wellbeing 
(Cavanagh et al., 2014; Fledderus et al., 2012; Forsyth, 2011; Johnston et al., 2010; 
Lappalainen et al., 2014; Muto et al., 2011; Pots et al., 2016; Rasanen et al., 2016). 
Johnston and colleagues (2010) conducted a small RCT of a 6-week ACT self-help 
intervention for individuals with chronic pain that involved a book and weekly 
telephone support. While pre- to post-intervention comparisons showed no effect for 
acceptance, there was a small effect for depression and large effect for valued-living. 
When comparing those in the intervention group to the waitlist control at post-




medium effect for valued-living. In a larger RCT, Fledderus and colleagues (2012) 
evaluated a 9-week ACT self-help program comprising a book and weekly email 
support. Results showed large reductions in depression that were sustained at follow-up. 
Similarly, an RCT of bibliotherapy using an ACT self-help book among international 
studies showed large effects for improvement in mental health (Muto et al., 2011).  
Understandably, carers of patients in palliative care can experience thoughts and 
feelings about their situation as overwhelming and disengage from leading an actively 
fulfilling life in an attempt to cope. Two highly relevant mechanisms of therapeutic 
change in ACT include experiential avoidance and engagement in valued behaviour 
(Davis et al., 2015). Experiential avoidance is the opposite term to our use of acceptance 
in this article. It describes an unwillingness to remain in contact with unwanted private 
events (i.e. thoughts, feelings, sensations, memories) and becomes problematic when it 
is rigidly and pervasively applied to the extent that it impinges on what pursuit of what 
is important and meaningful in one’s life (Hayes et al., 2012; Hayes et al., 1999). In 
ACT treatment, individuals utilize acceptance and mindfulness skills and commitment 
and behaviour change processes (Hayes et al., 2011). These enable individuals to 
develop a different relationship with unwanted private events so that they are no longer 
perceived as negative experiences to be avoided, but rather as harmless transient 
psychological events. This permits individuals to engage in valued behaviour in the 
presence of whatever unwanted private events arise.  
Both acceptance and valued-living have been implicated in prolonged grief 
symptoms and psychological distress in bereaved populations (Boelen et al., 2010; 
Davis et al., 2016b). Theoretically, lower levels of experiential avoidance would be 
expected to lead to reduced grief and psychological distress by enabling carers to let 
their thoughts and feelings be as they are and to explore them with curiosity. This would 
help make the experience of having unwanted thoughts and feelings more manageable 
and viewed less negatively, and ultimately allow individuals to feel less encumbered 
and more able to engage in what matters most to them.  Higher levels of valued-living 
would likewise be expected to reduce psychological suffering by helping carers engage 
in positively reinforcing activities that enrich their life and bolster their wellbeing.  
An additional advantage of ACT is that it is transdiagnostic, meaning it is 




applicable to the human condition rather than being limited to psychopathology and 
thus clinical populations only (Kashdan & Rottenberg, 2010; Sauer-Zavala et al., 2017). 
In this way, ACT principles are theoretically helpful across the spectrum of grief 
responses, from “normal” grieving to those that have become problematic for the 
individual. It also remains to be determined whether a transdiagnostic approach such as 
ACT would prove equally efficacious as an intervention delivered to all carers as for 
those who are clinically indicated only. 
In sum, there is a need for the development of interventions for carers that support 
their psychological adjustment and can viably be widely distributed and evaluated using 
rigorous randomised controlled trials. We therefore sought to test the feasibility of an 
ACT self-help intervention for carers of patients in palliative care prior to a main trial to 
examine effectiveness.  
 
6.1.1 Objectives 
The primary objective of this study was to assess feasibility of the intervention for 
carers of patients in palliative care (Davis et al., 2016a). Specifically, we sought to: 1) 
test the feasibility of recruitment, attrition, and data collection procedures; 2) determine 
engagement with the intervention through rates and amounts of protocol completion; 
and 3) evaluate acceptability of the intervention to carers of patients in palliative care. 
The secondary objective of this study was to evaluate preliminary effectiveness of the 
intervention on increasing acceptance and valued-living, while reducing grief and 
psychological distress, at 1-month follow-up (Davis et al., 2016a). Acceptance was 
chosen as the primary effectiveness outcome. As a mechanism of therapeutic change, 
acceptance is theoretically purported to precede change in symptoms and has indeed 
been shown to mediate change (Hayes et al., 2012; Ruiz, 2010) and precede (Feros et al., 
2013)  or predict (Hayes, Orsillo, & Roemer, 2010) later change in symptoms in ACT 
intervention studies.  
 
6.2 METHODS 
Our methods have been described in detail in a published protocol (Davis et al., 






Ethics approval was obtained from the Joint University of Wollongong and 
Illawarra Shoalhaven Local Health District Health and Medical Human Research Ethics 
Committee (HE13/464). Written informed consent was obtained for all participants 
prior to participation in accordance with the World Medical Association Declaration of 
Helsinki – Ethical Principles for Medical Research Involving Human Subjects.  
 
6.2.2 Setting 
Participants were recruited from two inpatient units within the South Coast of 
NSW, Australia. One was 15-bed palliative care unit while the other was 24-bed unit for 
management of both cardiac/respiratory rehabilitation and palliative care. The 
recruitment period was between March 2014 and August 2016, with follow-up 
continuing until February 2017.  
 
6.2.3 Participants 
Eligible carers were aged 18 years over and English speaking. Patients were 
diagnosed with a life-limiting illness and recognised by their treating clinician as being 
within the last 6 months of life. Carers were identified as the primary informal caregiver 
who provided most of the informal day-to-day care to the patient, while significant 
others were identified by the patient or carer as someone who provided informal care, 
assistance or support and was perceived as being substantially affected by the patient’s 
situation. For ease of reference, the term “carers” will be inclusive of “significant others” 
unless otherwise specified.  
 
6.2.4 Sample size 
A sample size of 30 participants per arm is recommended for feasibility and pilot 
studies (Browne, 1995). This number enables calculation of the critical parameters 




the likely sample size required for a larger trial (Arain et al., 2010; Thabane et al., 2010). 
To account for an estimated 40% attrition rate that had been observed in similar 
intervention or longitudinal studies with carers (Hudson et al., 2013a; Kapari et al., 
2010; Steinhauser et al., 2006), we aimed for 80 carers to complete the trial. 
 
6.2.5 Design & procedure 
This study was a two-arm randomised controlled trial (Phase I/II). Carers and 
significant others were randomly allocated to the intervention or control group, with 
carers and significant others from the same social network allocated together. The 
control group received treatment as usual while the intervention group received 
treatment as usual plus the booklet and telephone support. Participants were randomised 
according to computer-generated random numbers performed by a research assistant 
blinded to the identity of participants. Recruitment packages were pre-randomised in 
order to minimize the time frame between enrolment into the study and delivery of the 
intervention, which was particularly important given the patient’s imminent death. All 
data was collected by the primary author (ED) who was aware of the group allocation of 
participants. Carers completed a questionnaire at baseline and two follow-up 
questionnaires at 1 month after group allocation and 6 months post-bereavement. 
 
6.2.6 Recruitment and follow-up 
Carers were invited to take part in the study by author ED or clinical staff (i.e., 
social workers, nurses, registrars and doctors), who were trained as recruiters to the 
study. Recruiters introduced the study to carers and provided a brochure offering a 
summary on the study and describing what was involved in participation. If the carer 
was absent, recruiters would ask patients if they would like to nominate their carer to 
receive more information about the study.  
 The author ED attended the participating sites weekly and provided any 
interested carers with a pre-randomised study package containing an information sheet 
and consent form, baseline questionnaire, reply paid envelope, and the self-help booklet 




invitation via a family member or post. The self-help booklet was sealed in an envelope 
and carers had instructions to complete the baseline questionnaire prior to opening it. 
 The 1-month post-allocation and 6 month post-bereavement questionnaires were 
posted to participants with a reply paid envelope.  
 
6.2.7 Intervention 
6.2.7.1 Skills-based booklet and telephone support 
Based in ACT, the aim of the self-help booklet was to help carers learn skills to 
manage their difficult thoughts and feelings and pursue values-based action. It 
contained psycho-education and experiential mindfulness exercises, of which some 
were included in an accompanying CD. Consumers and experts in ACT and palliative 
care were consulted in the development of the booklet and their feedback on drafts was 
incorporated into the final version. 
Carers received a phone call by author ED after 1 to 2 weeks of receiving the 
booklet. This author was a clinical psychology PhD student with training and clinical 
supervision in ACT, and was the primary author of the booklet. The primary aim of the 
phone call was to provide support in understanding the material and personal 
application. If a carer became bereaved within 1 to 2 weeks of receiving the booklet, the 
phone call was delayed an additional 2 weeks based on current practice of site staff in 
bereavement follow-up support. If the carer was unable to be contacted, they were sent 
a letter notifying them of the unsuccessful attempts to contact them and inviting them to 
contact the research team at their earliest convenience.  
 
6.2.7.2 Treatment as usual 
Psychosocial support was available to all carers before and after the patients’ 
death. This was primarily provided by social workers, which included psychosocial 
assessment, counselling, advocacy, and assistance in navigating health and community 
systems and coordinating services.  Social workers also delivered a bereavement service, 
which involved an information pack and follow-up phone call, and they organise an 




Access to a clinical psychologist was also available to carers on an as-needs basis, 
although availability was limited due to low staffing levels.  
 
6.2.8 Measures 
A summary of the outcomes measures collected is provided here with more detail 
available in the published protocol (Davis et al., 2016a). 
 
6.2.8.1 Feasibility and acceptability outcomes 
The movement of carers into and out of the study was recorded to provide 
response and attrition rates. Questionnaire acceptability was assessed at baseline 
through four purpose-designed items asking about their experience of completing the 
questionnaire and whether they would do it again knowing what was asked (1=strongly 
disagree to 5=strongly agree).  
At 1-month follow-up, carers in the intervention condition were asked a series of 
purpose-designed questions to evaluate the completion and acceptability of the self-help 
booklet and telephone support. They were asked to provide an overall indication of the 
extent to which they read the booklet (0=I did not read it to 4=from start to finish), the 
extent that they had completed the 10 sections and 14 exercises, and whether they found 
them helpful (1=not at all helpful to 5=very helpful). Ten items assessed their general 
opinions of the content and helpfulness of the booklet (1=strongly disagree to 
5=strongly agree). Finally, they were invited to provide qualitative comments on the 
booklet during the follow-up phone call and in the questionnaire.  
 
6.2.8.2 Preliminary effectiveness outcomes 
Acceptance. The Acceptance and Action Questionnaire – II (AAQ-II; Bond et al., 
2011) is the most widely used measure of acceptance. It contains 7 items with 
statements assessing how participants relate to their thoughts, feelings and memories 
(1=never true to 7=always true). All item scores were reversed such that higher total 




Valued-living. The Valued Living Questionnaire (VLQ; Wilson et al., 2010) 
comprises two parts in which participants first rate the importance (1=not at all to 
10=extremely) of 13 domains of living (e.g., marriage, work, leisure) and then rate how 
consistently  (1=not at all to 10=extremely) they have lived in accordance with their 
values within each domain over the past week. Domains of psychological well-being, 
financial security/ prosperity and autonomy/ independence were added to the existing 
10 domains in the original scale because they were considered relevant to the sample 
but not necessarily captured in the existing domains. Valued-living was calculated as 
the mean consistency score from only those domains rated 5 or above for importance 
(since these were considered sufficiently important that they would likely want to be 
pursued). Higher scores indicate higher levels of valued-living.  
Grief. The PG-13 is a rater-administered application of the diagnostic criteria for 
PGD in bereaved individuals and was used to measure post-loss grief.  It contains 13 
items, with the first 11 assessing the severity of a particular set of symptomatic thoughts, 
feelings and behaviours (1=not at all to 5=several times a day/ overwhelmingly) and the 
final 2 items assessing the duration of symptoms (greater than 6 months for PGD) and 
whether they are associated with significant functional impairment (yes/no). Higher 
scores indicate higher levels of grief. To meet criteria for PGD, respondents must have a 
total score of 44 or more on the first 11 items and answer in the positive to the final 2 
items.  
Anticipatory grief was measured using the PG-12 (Jacobsen et al., 2010; 
Prigerson & Maciejewski, 2006a), which is the pre-loss equivalent of the PG-13. The 
loss referred to is reframed to the patient’s illness and the item assessing duration of 
symptoms is removed. A total score of 36 or more was used for fulfilling criteria for 
syndromal levels of anticipatory grief, which is in line with research using the PG-13 to 
indicate syndromal levels of PGD symptoms amongst bereaved carers (Guldin et al., 
2012; O'Connor et al., 2010). Higher scores indicate higher levels of anticipatory grief. 
Psychological distress. The Hospital Anxiety and Depression Scale (HADS; 
Zigmond & Snaith, 1983) consists of 14 items that provide an overall indication of 
psychological distress, with two 7-item subscales of anxiety and depression (0=e.g., not 
at all/ very seldom to 3=e.g., most of the time/ as much as I ever did). Higher scores 




6.2.9 Data Analysis 
Data were analysed using International Business Machines Statistical Package for 
Social Sciences V.22.0 (IBM Corp., 2013). This study was primarily concerned with 
generating descriptive statistics to be used in evaluating the feasibility of the methods.  
Descriptive statistics are provided on the number of eligible carers and the 
proportion approached and enrolled. Retention rates are reported, with reasons for 
attrition. The feasibility and acceptability of data collection procedures and outcome 
measures are determined through questionnaire completion rates, identification of 
patterns of missing data, and the questionnaire acceptability items. Common issues in 
adherence to the recruitment and follow-up protocol are qualitatively reported. 
Differences between the control and intervention group on demographic variables were 
examined using Chi-squared tests and t-tests in conjunction with nonparametric Mann-
Whitney U Tests (as a precaution with the small sample size). 
 The acceptability of the intervention was primarily examined through 
descriptive statistics of the acceptability items collected at 1-month follow-up and from 
the amount of protocol completion for both the booklet and telephone call. Mean scores 
of acceptability items showed statistically significant platykurtic kurtosis. Given the 
kurtosis and multiple comparisons, the conservative approach of using nonparametric 
Wilcoxon Signed Rank Tests was chosen for exploratory analyses of the acceptability 
items.  Qualitative information collected in the questionnaire and during the telephone 
call about barriers and facilitators to protocol completion is also reported. 
Descriptive statistics are provided for the outcome measure at each time point. 
Missing values of data were examined. If more than 80% of values were available 
within a scale for all three time points, the mean of the available data for the individual 
participant was used (prorated scores). If less than 80% of values were available within 
a scale, the participant’s responses for that scale across all three time points were 
deleted.  Given only minimal item data is missing for a particular participant’s scale 
(<20%), prorating was considered preferable in order to utilize participant’s actual data 
than to use forms of scale estimation (e.g., replacement with group means or 
substitution based on regression methods). The validity of prorated scores has been 
established not only for research purposes, but also clinical purposes and frequently 




Simms, & McCabe, 2007; Spielberger, Gorsuch, Lushene, Vagg, & Jacobs, 1983). At 
baseline, 12 cases were prorated for the VLQ, 4 cases prorated for the PG12, and a 
maximum of 2 cases prorated for all other scales. At 1-month follow-up, 5 cases were 
prorated for the VLQ. At 6-month follow-up, 8 cases were prorated for the VLQ and a 
maximum of 1 case prorated for all other scales. Finally, 8 cases were deleted for the 
VLQ across all three time points. 
Data were also examined for outliers and casewise diagnostics were used to detect 
any problematic cases, of which none were found. Mauchly’s tests showed that 
assumptions of sphericity were met while Levene’s tests showed assumptions of 
homoscedasticity were met except for grief at 1-month follow-up. Normality plots and 
statistical tests of normality were inspected. The AAQ at baseline and 6-month follow-
up showed statistically significant positive skewness while the HADS total score at 6-
month follow-up showed statistically significant positive skewness and leptokurtic 
kurtosis. The skewness and kurtosis were slight and improved with transformation. 
However, analyses conducted comparing transformed and non-transformed data 
resulted in the same pattern and statistical significance of findings and similar 
magnitudes. Thus, for ease of interpretation we report the results from the non-
transformed analyses. In addition, analyses were conducted using parametric and non-
parametric equivalent tests, which similarly produced no differences in the pattern or 
substance of the findings. Therefore the non-transformed data and parametric tests were 
used for ease of interpretation.  
Pearson’s correlations on outcomes of acceptance, valued-living, grief and 
psychological distress were one-tailed due to directional hypotheses of higher levels of 
acceptance and valued-living being associated with lower levels of grief and 
psychological distress. Repeated measures ANOVA over baseline to 1-month follow-up 
was used to examine preliminary effectiveness of the intervention on the outcomes of 
acceptance, valued-living, grief and psychological distress. The small sample size 
limited the scope of our analyses; we were only able to analyse intent-to-treat and not 
per-protocol or according to PGD risk as outlined in the published protocol nor control 
for demographic predictors (Davis et al., 2016a). As a precaution with the small sample 
size, we also ran nonparametric tests. Mann-Whitney U Tests were used to assess for 




to examine change over all three time points within groups and any statistically 
significant results were followed up with posthoc Wilcoxon Signed Rank Tests. 
 For all analyses, p-value of <0.05 was considered statistically significant. 
However, given the small sample size we were primarily concerned with trends and 
effect sizes to give an indication of the shape and magnitude of any differences found 
and to inform sample size calculations for a larger main trial. Effect sizes from the 
group by time interaction in the repeated measures ANOVAs were calculated by using 
an online calculator that transformed eta squared into Cohen’s d (Lenhard & Lenhard, 
2016). Effect sizes for posthoc Wilcoxon Signed Rank Tests were calculated using the 
formula 𝑟𝑟 = 𝑍𝑍 ÷ √𝑁𝑁 (Field, 2009). Sample size calculations were also made using an 




Carers comprised 45 individual identified as the primary carer and 10 significant 
others. Table 6.1 provides details of participant demographic information. The mean 
age of participants was 58 years and most were female (73%). Most were born in 
Australia (75%) and had completed a minimum of a diploma qualification (73%). 
Approximately half indicated they followed no religion while nearly half identified as 
Christian. The majority of carers were spouses/ partners (38%) or daughters (27%) and 
provided daily care (80%). Mean duration of care provision was approximately 5 years. 
There were no statistically significant differences between groups on demographic 
variables. 
At baseline, 29% (n=16) carers were identified as showing syndromal levels of 
anticipatory grief while 10% (n=3) met criterion for PGD at 6-month post-loss follow-
up. In the month before baseline completion, 29% (n=16) had accessed support for their 
emotional or mental health. In the interim periods between questionnaire completion, 
14% (n=6) of carers indicated they had accessed additional emotional support from a 





Table 6.1 Carer demographics (N=55). 
Variable  Mean (SD) 
Age (years)   58.15 (12.65) 
Length of relationship with patient (years)  45.68 (35.13) 
Length of care provision to patient (years) a 5.19 (8.08) 
  N (%) 
Gender Female 40 (73%) 
 Male 15 (27%) 
Relationship Status Married/de Facto 40 (73%) 
 Divorced/Separated 5 (9%) 
 Never married 6 (11%) 
 Widowed 4 (7%) 
Education Year 12 or lower 22 (40%) 
 TAFE diploma 18 (33%) 
 Undergraduate 9 (16%) 
 Postgraduate 5 (9%) 
Country of Birth Australia 41 (75%) 
 Other 14 (25%) 
Religion No Religion 27 (49%) 
 Christian 26 (47%) 
 Other 2 (4%) 








Table 6.1 continued. 
  N (%) 
Relationship to patient Spouse/ partner 21 (38%) 
 Daughter 15 (27%) 
 Sibling 5 (9%) 
 Friend 3 (6%) 
 Other 10 (18%) 
Frequency of care 
provision 
Daily (5-7 days per week) 44 (80%) 
Intermittent (2-4 days per week) 8 (15)% 
 Occasional (1 or less days per week) 1 (2%) 
Note 1. Not all values add to 100% due to missing data. 
a N=48 
                                                           
6.3.2 Feasibility of recruitment to the trial and attrition 
A CONSORT diagram is provided in Figure 1. Over 28 months, 186 carers (142 
carer and significant other units) from 457 (31%) eligible carer and significant other 
units were approached and invited. Of the 186 invited, 106 (57%) agreed and were 
randomised (with pre-randomised recruitment packages), with 53 individuals in each 
group (45 carer and significant other units in the intervention group and 41 carer and 
significant other units in the control group).  
Recruitment expectations of 80 carers completing the trial (Davis et al., 2016a) were 
not met within the anticipated timeframes, with only 55 carers providing written consent 







Figure 6.1 CONSORT flow diagram.  




6.3.3 Feasibility of data collection procedures 
There was a substantial proportion of missing data from the acceptability items 
from the 1-month follow-up questionnaire for the intervention group. While 24 of the 
26 intervention participants indicated how much they had read of the booklet, only 17 
responded to the acceptability items of the booklet, 14 to the section that asks carers to 
indicate which sections they had read and the extent they found it helpful, and 12 to the 
acceptability items of the phone call. The participants who responded generally 
indicated they had read the booklet “quite thoroughly”.  
As described in the Data Analysis section above, there was also a notable 
proportion of missing or incomplete data for the VLQ compared to the other 
preliminary effectiveness measures. Participants seemed to leave domains blank that 
they did not consider relevant to them at the time. For example, “Employment” is less 
relevant in this older and more frequently retired sample. 
Overall, acceptability of the questionnaire was high. Nearly half disagreed or 
strongly disagreed that it took too long to complete (n=25, 46%) while less than a 
quarter agreed or strongly agreed (n=10, 18%). Similarly, a small minority agreed or 
strongly agreed the questionnaire was distressing to complete (n=5, 9%), while the 
majority disagreed or strongly disagreed (n=38, 69%). A quarter (n = 15, 27%) agreed 
that the questionnaire was helpful, while the majority neither agreeing nor disagreeing 
with this item (n=36, 65%). Finally, most agreed or strongly agreed that they would still 
complete the questionnaire now knowing what was asked (n=41, 75%). 
 
6.3.4 Protocol completion 
Phone contact was attempted for 52 carers, of which 36 were successful and led to 
discussion of the booklet. Multiple phone calls were sometimes required before carers 
were able to discuss the booklet; data from the last phone call  involving discussion 
about the booklet was used and the mean duration of the phone calls was 5.27 minutes 
(SD=3.36; range=.50 – 14.18 minutes). 
At the time of the support telephone call (n=36), most carers had read the booklet 
only a little (n=15) or not at all (n=11). This suggests that for most carers the phone call 




skills, and thus only afforded an opportunity for the provision of general validation and 
support. By comparison, of the 24 intervention participants were contacted by telephone 
at 1-month follow-up (n=26), 10 had read the booklet “quite thoroughly” and only 1 had 
not read it at all. 
 
6.3.5 Acceptability of intervention 
As stated above, 17 intervention participants provided data on the acceptability of 
the booklet (8 items) and 12 on the phone call (2 items). Based on ratings given by the 
12 participants who provided data for both the booklet and phone call, the overall mean 
of the acceptability items (10 items; range from 1=strongly disagree to 5=strongly 
agree) indicated that the intervention was generally acceptable (M=3.62, SD=.44). 
Carers on average appeared to have found the phone call helpful (M=3.75, SD=.62) and 
an essential part of the intervention (M=3.50, SD=.90).  
Data on the 24 individual booklet sections were provided by 14 of the 26 
intervention participants, with between 8 to 11 participants (different participants across 
the items) providing ratings of the helpfulness of each section. The overall mean of the 
helpfulness ratings (24 items; range from 1=not at all helpful to 5=very helpful) 
indicated an intermediate level of helpfulness (M=3.22, SD=1.11). A Wilcoxon Signed 
Rank Test showed that the mean helpfulness ratings of the combined psychoeducation 
sections (n=10; median=3.74,IQR=1.13) was significantly higher than the ratings for 
the mean of the combined exercises (n=11; median=3.29, IQR=1.86; Z=-2.70, p<.01). 
To examine this more closely we ran Wilcoxon Signed Rank Tests among helpfulness 
ratings within the psychoeducation and exercise items. There was little difference 
overall in helpfulness ratings of the psychoeducation sections. Results showed that only 
the highest and lowest ranked psychoeducation sections were significantly different 
(Z=-2.12, p=.03), with the higher rating given to the section on how attempts to control 
unwanted thought and feelings paradoxically leads to an increase in those thoughts and 
feelings (n=8; median=4.00, IQR=2.00) and the lower rating given to a section on 
noticing and separating oneself from unwanted thoughts (n=7; median=3.00, IQR=1.00). 
There was more variation among ratings of the exercises. The two highest and two 




exercise showing the ineffectiveness of thought suppression following imaginal 
exposure of cutting a lemon (n=10; median=3.50, IQR=3.50) and that which listed 
everyday mindfulness practices (n=9; median=4.00, IQR=2.00) were rated the highest 
in helpfulness. The exercise involving a written statement of unwanted feelings that 
carers would be willing to sit with in order to do a specified valued behaviour (n=7; 
median=2.00, IQR=2.00) and another that demonstrated that they can choose their 
behaviour regardless of what their thoughts state (n=8; median=2.50, IQR=1.75) were 
rated the lowest. 
Although it seemed that carers overall could not definitively say whether the 
booklet helped them or not, most of the 17 participants who provided data on 
acceptability agreed or strongly agreed that they would recommend the booklet to 
others (n=11) and none disagreed. To better understand this issue we examined the 
qualitative data that carers provided. For those carers who did not find the booklet 
helpful, the reasons were most often some variation of “it is not for me”, such as feeling 
like they did not need the support or that it did not provide what they were specifically 
after. This perhaps helps explain why most carers said they would recommend the 
booklet to others but were overall ambivalent about its effect on them – they perceived 
it was not suited to them personally.  
“I felt the booklet did not apply to me very much. The telephone call was much 
better to know that the way I am feeling is normal”. Female, 63 years 
“I didn’t read all of the booklet as I was tired and stressed when I first received 
it. I think it may be helpful to some people though. I think I am coping okay”. Female, 
79 years 
For those carers who found the booklet helpful, they most often commented on 
the skills learned while also acknowledging that engaging with the material could be 
very challenging to the point that they nearly disengaged.  
“I found the booklet helped me to get through this very bumpy time and with 
'creep up behind you’ emotions and thoughts”. Female, 63 years 
“When I started the booklet I found it extremely challenging. Eventually I found 
most exercises beneficial and definitely gave me another outlook. ... It brought out so 





6.3.6 Preliminary effectiveness outcomes 
Correlations between the outcomes for each time point are presented in Table 
6.2.  The negative relationship between acceptance with grief and psychological distress 
was statistically significant at all time points. The relationships increased in magnitude 
notably from pre-loss to post-loss, with stronger correlations found at follow-up 
compared to baseline. Valued-living shared a negative relationship with grief and 
psychological distress, although they were not consistently statistically significant. The 
relationship between valued-living with grief was weakest at baseline and strongest at 
1-month follow-up, while valued-living shared the strongest relationship with 
psychological distress at baseline and the weakest at 1-month follow-up. Pre- and post-







Table 6.2. Correlations between effectiveness outcome measures. 
Baseline (N=55) 1 2 3 
1 Acceptance     
2 Valued-living  .21   
3 Anticipatory grief  -.50** -.12  
4 Psychological distress  -.54** -.42** .71** 
1-month post-allocation (N=44) 1 2 3 
1 Acceptance     
2 Valued-living  .12   
3 Grief  -.70** -.47**  
4 Psychological distress  -.74** -.18 .81** 
6-month post-loss (N=29) 1 2 3 
1 Acceptance     
2 Valued-living  .50**   
3 Grief  -.73** -.33*  
4 Psychological distress  -.84** -.35* .88** 
Note. Acceptance = AAQ-II, Valued-living = VLQ, Anticipatory grief = PG-12, Grief = 
PG-13, Psychological distress = HADS. 
* Significant at the .05 level 





Means of the main effectiveness outcomes are presented in Table 6.3 alongside 
effect size calculations. There were no statistically significant main or interaction 
effects from the repeated measures ANOVAs on the main effectiveness outcomes when 
conducted on baseline to 1-month follow-up (p>.05). Likewise, null results remained 
(p>.05) when we conducted the same analyses over all three time points. Despite a 
smaller sample size across the three time points we would anticipate these comparisons 
would provide the greatest differences between groups given the intervention 
participants potentially persisted with the intervention through to 6-month post-loss 
follow-up. Nonetheless, the effect sizes (see Table 6.3) were small for acceptance and 
grief at both 1-month follow-up and by 6-month post-loss follow-up. While the effect 
size for psychological distress increased from negligible at 1-month follow-up to 
medium-sized by 6-month post-loss follow-up, the effect size for valued-living 
decreased from small at 1-month to negligible by 6-month post-loss follow-up.  
Nonparametric Mann-Whitney tests showed no statistically significant differences 
between groups at any time point (p>.05). Friedman’s test showed that there was a 
significant time effect for psychological distress in the intervention group (X22=13.63, 
p<.01), but not the control group (p>.05). Posthoc Wilcoxon Signed Rank Tests on the 
intervention group data revealed a significant decrease in psychological distress at 6-
month follow-up (median=7.00, IQR=10.75) compared to both baseline (median=12.00, 
IQR=14.00; Z=-3.39, p<.01) and 1-month post-allocation (median=12.50, IQR=11.50; 
Z=-3.39, p<.01). The effect sizes for these changes were large, both between baseline 
and 6-month post-loss (d=.76) and between 1-month and 6-month follow-up (d=.71).  
To estimate the sample size needed for a more substantial trial, the a priori primary 
outcome of acceptance was first examined. Using the repeated measures ANOVA effect 
size results at 1-month follow-up, it was estimated that there would need to be a total 
sample size of 545 participants (n=272 control, n=273 intervention). Estimates for 
secondary clinical outcomes of grief and psychological distress were also explored. For 
grief, total sample size estimates ranged from 464 participants (6-month post-loss 
follow-up effect size) to 1602 participants (1-month follow-up effect size). A 
calculation can only be made based on the 6-month post-loss follow-up effect size for 




Table 6.3 Control and intervention group means on effectiveness outcomes with effect sizes. 
 Baseline 1-month follow-up Effect 
size a 
 
6-month postloss follow-up Effect 
size b 
 
Measures N M (95% CI) N M (95% CI) d N M (95% CI) d 
Acceptance (AAQ-II) 55 19.60 (16.76, 22.44) 44 19.91 (17.40, 22.42) .24 29 19.41 (15.68, 23.15) .28 
Control 20 20.59 (16.19, 25.00) 18 21.72 (18.01. 25.43)  9 22.44 (14.53, 30.36)  
Intervention 35 19.03 (15.19, 22.87) 26 18.65 (15.14, 22.17)  20 18.05 (13.58. 22.52)  
Valued-living (VLQ) 47 89.75 (83.01, 96.43) 36 97.35 (90.67, 104.02) .22 25 102.04 (95.86, 108.22) <.01 
Control 15 85.32 (73.42, 97.22) 13 93.01 (81.08, 104.94)  7 100.61 (87.84, 113.38)  
Intervention 32 91.83 (84.42, 100.24) 23 99.80 (91.26, 108.33)  18 102.60 (94.77, 110.42)  
Grief (PG-12, PG-13)c 55 28.40 (25.78, 31.02) 44 36.24 (31.11. 41.38) .14 d 29 27.00 (22.59, 31.42) .26d 
Control 20 28.75 (23.94, 33.56) 18 35.95 (25.80, 46.10)  9 26.44 (14.88, 38.01)  
Intervention 35 28.20 (24.94, 31.45) 26 36.48 (30.61, 42.35)  20 27.26 (22.50, 32.01)  
Psychological distress (HADS) 55 15.63 (13.25, 18.02) 44 14.39 (11.81, 16.96) <.01 29 10.79 (7.69, 13.90) .52 
Control 20 17.45 (12.73, 22.17) 18 14.50 (10.26, 18.75)  9 14.22 (6.41, 22.03)  




Note 1. Ranges on mean scores are as follows: AAQ-II (reversed) is 7 – 49, VLQ is 13 – 130, PG-12 and PG-13 is 11 – 55, and HADS is 0 
– 42..  
a Effect size for baseline to 1-month follow-up comparison. 
b Effect size for comparison across all three time points. 
c PG-12 mean scores are provided for baseline and PG-13 mean scores for both follow-ups. 
d Sample sizes vary due to a proportion of carers not bereaved at 1-month follow-up and thus completing the PG-13. Grief for 1-month 






We evaluated the feasibility and preliminary effectiveness of an ACT self-help 
intervention for carers of patients in palliative care. The intervention seemed generally 
feasible and acceptable to carers, with a sizeable proportion engaging with the booklet 
and overall indicating that it was understandable. However, it is important to note that 
there was a sizeable proportion of missing data for the acceptability items, with 17 out 
of the 24 providing responses to acceptability items and between 8 to 11 providing 
responses on helpfulness of specific booklet sections. Noncompletion by participants 
might be a proxy indicator of poorer acceptability, such that those who did not complete 
the items may not have felt they could give positive ratings. As a result they may have 
avoided providing any rating at all. This noncompletion could also have been due to 
other factors. For example, participants may have experienced greater burden and 
fatigue when completing the acceptability section of the questionnaire, which was 
considerably more detailed compared to other sections and was the last section of the 
questionnaire. Items specifically asking about the acceptability of the questionnaire 
were only included at baseline and not at 1-month follow-up when intervention 
acceptability data was collected. It is also possible that the delay from receiving the 
booklet and completing the follow-up questionnaire made it difficult for participants to 
recall their experience of the booklet. Indeed, four participants specifically stated in 
their follow-up questionnaire that they had difficulty remembering. While the exact 
reasons for noncompletion in the present study are unclear, the impact of noncompletion 
on the amount of available data makes it a critical consideration in future research of 
this intervention. At a minimum, these findings highlight the importance of carefully 
rethinking practical issues such as the timing of follow-up and the length of the 
questionnaire.  
Preliminary effectiveness analyses showed tentative trends for acceptance, 
valued-living, grief and psychological distress in helpful directions. Effect size 
calculations from the repeated measures ANOVA showed that no or small change 
seemed to take place in outcomes from baseline to 1-month follow-up or across all time 
points, while a medium change was observed for psychological distress by 6-month 
post-loss follow-up. Nonparametric effect size calculations conducted on psychological 




follow-up and the preceding time points. In line with qualitative feedback, the 
predominant pattern of larger effects occurring by 6-month post-loss might suggest that 
carers needed more time to engage with the content and exercises of the booklet. The 
period leading up to 1-month was potentially too challenging to do so given many 
carers became bereaved within that time. That the intervention seemed to be more 
effective on psychological distress than grief suggests that the content targets general 
psychological distress and might need to be modified to target proposed grief specific 
maintaining mechanisms to a greater extent (e.g., see Boelen, van den Hout, & van den 
Bout, 2006). This is an important consideration given that treatments targeted to PGD 
show greater improvement in symptoms compared to supportive or nonspecific 
therapies (Shear et al., 2005; Wittouck et al., 2011). 
It is positive that acceptance and, to some extent, valued-living showed at least a 
small change given they are the proposed mechanisms of therapeutic change and 
acceptance is the primary outcome for the future main trial. Johnson and colleagues 
(2010) examined the effects of an ACT self-help intervention for chronic pain in a small 
RCT. The authors examined post-intervention scores between the waitlist control and 
intervention groups and reported large effects for acceptance (d=1.0) and depression 
(d=.69) and a medium effect for valued-living (d=.54). While these effect sizes are 
superior to those found in the present study, they did not take into account change over 
time and hence are not directly comparable. Johnston and colleagues (2010) further 
examined pre- and post-intervention scores in the intervention group, with results 
showing a negligible effect size for acceptance (d=.01), small effect for depression 
(d=.22), and large effect for valued-living (d=.96). In the present study, psychological 
distress in the intervention group was examined over time and large effects were 
observed between baseline and 6-month follow-up (d=.76) and between 1-month and 6-
month follow-up (d=.71). Thus in this comparison to Johnston and colleagues (2010) 
the findings are favourable for the present study, which is notable given there was less 
contact time with a therapist. The magnitude of this effect for psychological distress is 
comparable to a small nonrandomised trial of a guided CBT self-help intervention 
among carers of patients with cancer (Scott & Beatty, 2013). In this trial, large effect 
sizes were also reported for psychological distress from pre- to post-intervention 




self-help trial of an ACT self-help intervention (Fledderus et al., 2012) and an unguided 
self-help intervention (Muto et al., 2011) for individuals at risk of clinical distress 
showed large effect sizes for acceptance and depression. The overall limited extent of 
change in the present study indicates that modifications must be made to the 
intervention and its implementation in order to achieve more a substantial effect on 
outcomes. This is reinforced by the relatively large sample size estimate for a larger 
main effectiveness trial.  
There is a recognised difficulty of recruiting samples within palliative care (e.g., 
Kars et al., 2015; Schildmann & Higginson, 2011). Recruitment expectations were not 
met in the present study, and three key influential factors impacting recruitment figures 
were:  patient death before carers completed the baseline questionnaire, thereby making 
them no longer eligible; limited availability of recruiters resulting in an inability to 
approach all eligible carers; and patient reluctance to nominate their carers and 
significant others, and likewise carer reluctance in nominating significant others. The 
primary reason given by patients and carers for the reticence in referring others was to 
minimise the perceived load of information and tasks on their loved ones. Patients and 
carers were more comfortable with being given a brochure to pass on, but this was not 
an effective recruitment strategy (did not result in potential participants contacting the 
research team). Given that significant others were overall less likely to be present at the 
sites than the carers, the small number of nominations mostly resulted in 
proportionately smaller numbers of significant others participating. 
Nonetheless, overall attrition throughout the study was comparable to similar 
studies of carers of patients in palliative care (e.g., Hudson, Aranda, & Hayman-White, 
2005; Hudson et al., 2013b; Northouse et al., 2007). There was more attrition in the 
control group at baseline before providing consent, which appeared mostly attributable 
to carers in the control group being disproportionately affected by patient death before 
completing the baseline questionnaire. It is also possible that more carers in the 
intervention group completed baseline because they needed to do so before opening an 
envelope to read the booklet and they received the support phone call that acted as a 
further reminder. Following baseline, the factor most impacting attrition appears to be 
carer failure to respond to follow-up.  Anecdotally, those carers who we were able to 




going on in terms of consequent life changes, such as sorting through the deceased’s 
belongings or moving, and other practical and emotional demands. 
The correlation results provided preliminary indications about the varied strength 
of relationships between the ACT processes with grief and psychological distress across 
different stages of the illness and bereavement trajectory.  The relationship between 
acceptance with grief and psychological distress increased notably from pre-loss to 
post-loss, with stronger correlations found at follow-up compared to baseline. This 
potentially suggests an increase in the strength of experiential avoidance at post-loss 
when the carer is confronted fully by the loss of their loved one and the implications 
this has on their ongoing life. It is also seemed that valued-living was of most relevance 
with respect to grief in the immediate time after the loss of a loved one, with mean 
valued-living scores showing the weakest correlation with grief at baseline and 
strongest at 1-month follow-up. Immediately following the patient’s death, carers’ 
activities are suddenly no longer as strongly dictated by their caregiving commitment. 
This perhaps leads to more variation in engagement with valued activity that is more or 
less associated with the extent of their grief as they adjust to a life without their loved 
one. By comparison, valued-living shared the strongest relationship with psychological 
distress during the pre-loss period at baseline and the weakest at 1-month post-loss 
follow-up. This result might be explained with reference to behavioural activation 
literature (Kanter, Puspitasari, Santos, & Nagy, 2012). While the patient was alive, 
carers’ ability to engage in activities that previously brought fulfilment to their lives 
were likely constrained by their caregiving commitment and this potentially leads to 
increased distress. However, following bereavement a carer’s activities are markedly 
less constrained. These findings are exploratory and future replication is needed. Such 
research would be valuable in informing clinical practice for the optimal targeting of 
psychosocial intervention across different stages of the illness and bereavement 
trajectory. 
Overall, this feasibility RCT has provided direction for necessary improvements 
to the intervention and its implementation prior to a larger main trial. These 
improvements as well as strengths and limitations of the current trial are discussed in 





6.4.1 Strengths & Limitations 
6.4.1.1 Limitations 
There are a number of limitations to the present study that require consideration. 
The generalisability of the results is limited by restriction of location to the Illawarra-
Shoalhaven region of NSW, while the generalisability and reliability of the results is 
also limited by the small sample size. To address these issues, additional recruitment 
sites from a range of different areas, from both community and inpatient populations, 
and across different stages in the patient illness trajectory would be beneficial. There 
was also potential bias introduced through lack of blinding of recruiting research and 
clinical staff to group allocation. This was compounded by author ED being involved 
across all aspects of the research, including recruitment, follow-up, and provision of 
telephone support. One option to ameliorate this issue in the future is to use an equally 
weighted blank notebook in the control recruitment packages and to isolate the roles of 
recruitment and follow-up to the study from delivery of the intervention.  The 
acceptability results about the booklet were also potentially impacted by courtesy bias, 
thereby providing an inflated estimate of protocol completion and helpfulness. Isolating 
the research administration and intervention delivery roles, as previously mentioned, 
might provide some safeguard by creating a sense of independence of the evaluation of 
the intervention from those who delivered it. Finally, it is important to note that because 
most carers were not demonstrating clinical levels of grief or psychological distress, it is 
possible that the responses from a clinical carer population may differ.  
 
6.4.1.2 Strengths 
Despite these limitations, there are also a number of strengths of the current 
feasibility RCT. As noted earlier, there is a lack of consistent evidence for 
psychotherapeutic intervention for both carers of patients in palliative care and for grief. 
The novel application of ACT and self-help to carers and to grief in the present study 
represents progress in the development of rigorously evaluated interventions in these 
domains. Also, the inclusion of a subclinical or mildly symptomatic population has the 
advantage of improving the generalisability or external validity of the intervention for 




and more closely examine both strengths and specific usability and implementation 
issues for future improvement and research.  
 
6.4.2 Implications for future research  
 This feasibility trial has been valuable in highlighting a number of changes to 
improve the viability of a larger effectiveness trial of this self-help intervention. In 
terms of recruitment and attrition, there is a strong need for greater availability of 
recruiters and a greater of number of sites in order to improve recruitment numbers.  
It would also likely be of benefit to recruit carers earlier in the patient’s illness 
trajectory so that there is a greater chance of the carer completing the questionnaire 
before patient death. It is possible that this would also give carers greater opportunity to 
engage with the material in a more optimal manner given it would be at a less critical 
time. This is consistent with findings from Scott and Beatty (2013) in a trial of an CBT 
self-help intervention among carers of patients with cancer. It was identified that 
noncompleters had markedly less time since diagnosis while completers were more 
likely to be in the post-treatment phase (Scott & Beatty, 2013).  
Another potential change to increase engagement with the material is to increase 
the frequency of the telephone support. However, to maintain feasibility in 
implementing the intervention, the frequency might be based on a plan developed 
collaboratively with the carer according to their needs and preferences. Not only might 
increased telephone support help with accountability of using the booklet, but it could 
also provide encouragement when the material is emotionally confronting or 
challenging to the carer. Indeed, in an ACT self-help intervention for chronic pain in 
which participants received weekly telephone support in conjunction with a book, 
participants commented on the importance of the phone call for improving adherence 
and in providing the opportunity to ask questions (Johnston et al., 2010). 
We have also considered screening anticipatory grief to target those carers who 
are more “clinically indicated” as in need of support and therefore more likely to benefit 
from the intervention. This is implicated in the results from meta-analyses on the 
effectiveness of grief intervention among the bereaved, in which interventions delivered 




indiscriminately to all bereaved (Currier et al., 2008; Wittouck et al., 2011). This 
change might have implications beyond success of the intervention to improving 
retention. Scott and Beatty (2013) found that noncompleters of the intervention showed 
better psychological and social outcomes at baseline compared to completers and 
suggested that using a distress cutoff could increase retention and engagement. Given 
the potential impact of this change on reducing the pool of eligible carers, stratifying 
random allocation based on levels of anticipatory grief might be a more viable solution 
and allow us to compare the clinical effect of the intervention across the full 
presentation without potential selection bias. A trial of the screening process would be a 
valuable project to undertake prior to implementing a Phase III trial. 
Finally, we will carefully consider making indicated changes to the booklet, 
such as specifically targeting grief maintaining mechanisms and working out ways to 
improve engagement and helpfulness of the booklet. The acceptability data showed that 
the booklet would perhaps benefit from a reduction in content.  The acceptability data 
was also valuable in showing that the psychoeducation content tended to be rated higher 
in helpfulness than the exercises, and thus revealed an important focus for our review. 
The highest rated parts of the booklet related to understanding the unhelpfulness of 
attempts to control, avoid or get rid of unwanted thoughts and feelings. This might have 
been experienced as a novel idea for how to relate to unwanted thoughts and feelings 
and perhaps even liberating. Likewise, the everyday mindfulness practices were rated 
highly. Interestingly, the lowest rated content was around noticing and separating 
oneself from unwanted thoughts was also the section with the lowest proportion of use 
in the ACT self-help intervention for chronic pain (Johnston et al., 2010), while also 
showing the highest proportion of “hard” difficulty and yet a comparable rate of 
comprehension. This suggests that the clinical difficulty of confronting unwanted 
thoughts might underlay engagement with this process and requires additional support, 
such as through telephone contact with a therapist. Meanwhile the preliminary 
effectiveness data was valuable in showing us that acceptance, valued-living, grief and 
psychological distress showed improvements in the intervention group even compared 
to treatment as usual. Given the need for some revisions to the intervention, prior to a 
larger effectiveness trial to it may be desirable for a small pilot (case studies) to test 




Romero-Moreno, Gallego-Alberto, Marquez-Gonzalez, & Losada, 2016), and minor 
revisions to recruitment processes.  
 
6.4.3 Conclusions 
Overall, the delivery of an ACT self-help intervention to carers of patients in 
palliative care seemed to be feasible and well received.  The results will assist us in 
improving the intervention and administration of the trial in preparation for a larger 
effectiveness Phase III trial. As the demand for palliative care rises, equally does the 
relevance and potential of self-help interventions to offer effective treatment with the 
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Carers are part of the unit of care in palliative care (Hudson, 2003; World Health 
Organization, 2002), and hence the adequate provision of psychological support to 
carers is a priority for clinical staff working in palliative care. Clinical staff (e.g. nurses, 
doctors, social workers) usually work closely with carers leading up to the patients’ 
death. They are therefore in a primary position to monitor carer psychological wellbeing 
and identify when a carer may require referral for specialist psychological support. 
However, identifying those who need or would benefit from psychological support can 
be a complex task. It requires an understanding of the range of stress and grief 
responses, and a working knowledge of various psychological disorders, all whilst 
managing patient care and multiple time and resource constraints. 
The capacity and initiative of clinical staff to offer referral to a psychological 
intervention for carers underlies, in part, the successful implementation of a particular 
intervention within a health service. A study investigating palliative care nurse 
confidence in identifying and managing depression in palliative patients identified the 
need for further training in the signs and symptoms of depression, issues around 
discussing depression with patients and their family members, and difficulty 
differentiating depressive symptoms from grief (McCabe, Mellor, Davison, Hallford, & 
Goldhammer, 2012).  Gaining an understanding of such areas in which clinical staff are 
more and less confident in their knowledge and skills in identifying and managing carer 
distress is likely to be important to the successful implementation of a psychological 
intervention. The acceptability of a particular approach is also likely to be key to them 
promoting the intervention (e.g., Lovell et al., 2008; Webster, Thompson, Norman, & 
Goodacre, 2017). Further, clinical staff engagement with interventions implemented 
prior to patient death and with an explicit intent to prevent Prolonged Grief Disorder 
(PGD) might be affected by attitudes toward both grief intervention and PGD as a 
diagnosis. How one conceptualizes the appropriateness of another’s grief has been 
shown to influence perceptions of the warranted level of social support and the 
willingness or people to be with the griever (Dyregrov, 2003; Thornton, Robertson, & 
Mlecko, 1991). Such research indicates that attitudes toward grief have the potential to 




counsellors opinions regarding PGD showed a strong level of clinical support for the 
recognition of PGD (73%), but many held concerns about the implications of 
pathologising grief (Ogden & Simmonds, 2014). This tension between support and 
concern was also reflected in an international survey of members of the public, in which 
75% agreed that grief could be considered a mental disorder but they also held 
reservations about potential medicalization and stigma of grief (Breen, Penman, 
Prigerson, & Hewitt, 2015).  It is possible that such concerns about pathologising and 
intervening with carer grief would influence the likelihood of clinical staff making 
referrals for psychological intervention. 
We have recently developed a self-help intervention for grief and psychological 
distress in carers of patients in palliative care that is being tested in a feasibility trial 
(Davis et al., 2016a). Consequently, the capacity of clinical staff to act as referrers to 
such an intervention and potential barriers to implementation were of particular interest. 
We therefore sought to: 1) examine the acceptability of self-help psychological 
intervention for carers amongst palliative care clinical staff who are likely to be primary 
referrers; 2) examine potential attitudinal barriers toward PGD as a diagnosis and 
interventions for grief; and 3) determine confidence in skills and knowledge in 




Participants were recruited in 2016 from two inpatient palliative care units and 
two community health centres in the Illawarra-Shoalhaven region of NSW. Eligible 
clinical staff were health care workers (including nurses, registrars, and doctors) who 
provided direct care to patients and carers as part of the palliative care service at 
participating sites. Further eligibility criteria include being aged 18 years or over and 
having sufficient comprehension of English to be able to understand and complete the 
study documents. 
Across sites there was an estimated 127 clinical staff employed during the time 
the survey was administered (121 nurses, 3 consultants, 3 registrars/residents), of which 




analyses.  Demographics are presented in Table 7.1. The majority of participants were 
female (94%) and 40 years or over in age (76%). Most were in a nursing role (90%) 
with approximately equal proportions worked primarily in an inpatient (43%) and 
community setting (50%).  On average the sample had a decade of experience 
(M=10.15, SD=9.91).  Only two participants (4%) indicated that they were involved in 
recruitment to the feasibility trial of the self-help intervention that had recently finished 
at the inpatient sites. 
 
Table 7.1 Demographics of clinical staff (N=46).  
Variable  M (SD) 
Time in current role (years) 10.15 (9.91) 
  N (%) 
Gender Female 43 (94%) 
 Male 3 (7%) 
Age range 18-29 3 (7%) 
 30-39 8 (17%) 
 40-49 17 (37%) 
 50-59 13 (28%) 
 60+ 5 (11%) 
Current occupation Nurse 37 (80%) 
 Senior Nurse 5 (10%) 
 Doctor 3 (7%) 
 Medical officer 1 (2%) 
Primary workplace Community 23 (50%) 
 Inpatient 20 (43%) 
 Both equally 2 (4%) 






Clinical staff were invited to complete a questionnaire broadly about the 
acceptability of psychological interventions for carers. Clinical staff did not need to 
have been involved in recruitment of carer participants to the feasibility trial of the self-
help intervention. Line managers and the director of the palliative care service notified 
clinical staff of the questionnaire at routine staff meetings. They were informed of the 
purpose of the research and the voluntary nature of participation. The questionnaire was 
anonymous and paper copies were provided in meeting rooms alongside a participant 
information sheet. Completed questionnaires were collected by a researcher (ED) 
between two to three weeks after administration.  
 
7.2.3 Measures 
Acceptability of psychological intervention for carers. 
A short paragraph describing guided self-help was provided after which 
respondents complete five items adapted from a modified version of the Treatment 
Evaluation Inventory (TEI; Kazdin, 1980; Kelley, Heffer, Gresham, & Elliott, 1989). 
The TEI has been used to compare perceptions of acceptability for different depression 
treatments including self-help (Hanson, Webb, Sheeran, & Turpin, 2016; Landreville & 
Guerette, 1998). Items assessed how acceptable clinical staff find guided self-help for 
psychological distress in carers (e.g. “I would be willing to suggest guided self-help to 
carers I see” and “I think guided self-help is an acceptable approach to help with a 
carer’s psychological distress”) and are rated on a 5-point scale ranging from 1 (strongly 
disagree) to 5 (strongly agree). One item was reverse scored so that higher scores 
indicated higher ratings of acceptability. Cronbach alpha indicated that internal 
reliability of the measure in the current study was satisfactory (α = .79). 
Confidence in skills and knowledge. Seventeen items assessed clinical staff 
confidence in identifying and distinguishing between different presentations of 
abnormal psychological distress (i.e., anxiety, depression and grief) and managing such 
presentations in carers (e.g. “Knowing when it is time to raise concerns about a carer 
who might have abnormal psychological distress”). The items were modified from a 16-




managing depression in palliative care patients (McCabe et al., 2012).  Items were 
reworded from being about the patient and depression to being about the carer and 
abnormal psychological distress. An additional item was added to emphasise the issue 
of normal distress in the context of grief, (“Being able to recognize that a carer might 
have normal levels of psychological distress”). Items were rated on a 4-point scale 
ranging from 1 (not at all confident) to 4 (very confident), with higher total scores 
indicating higher levels of confidence. The internal reliability of this scale has been 
reported as high (α=.94) among Australian nurses (McCabe et al., 2012). Reliability in 
the current study using Cronbach alpha was also high (α = .95). 
Attitudes toward PGD as a diagnosis. A modified version of an 8-item 
questionnaire developed to measure attitudes of psychologists and counsellors towards 
classifying PGD as a psychiatric disorder (Ogden & Simmonds, 2014) was used. Items 
were reworded to be more understandable to staff without psychology backgrounds and 
changed from being about clients to being about carers. The item “I would use this 
diagnosis if it were available” was deleted as it was not considered applicable, leaving a 
total of 7 items. Proposed diagnostic criteria of PGD from the ICD-11 (Maercker, 
Brewin, Bryant, Cloitre, van Ommeren, et al., 2013) were provided and clinical staff 
rated their agreement to items (e.g. “I think that recognition of PGD may lead to the 
pathologisation of “normal” grief” and “Diagnosing PGD will increase carer likelihood 
of getting the best help possible”). Items were rated on a 5-point Likert-type scale 
ranging from 1 (strongly disagree) to 5 (strongly agree).  Three items were reverse 
scored to calculate the total score, however Cronbach alpha indicated that internal 
reliability in the current study was poor (α=.56). This is not uncommon when positive 
and negative items are included together (e.g., Salazar, 2015). To address this, the four 
positively worded items were separated from the three negatively worded items to 
create a PGD positive attitude subscale (α=.78) and PGD negative attitude subscale  
(α=.75) with improved reliability. Higher scores on PGD positive attitude indicated 
more positive attitudes toward PGD as a diagnosis while higher scores on PGD negative 
attitude indicated more negative attitudes. 
Attitudes toward grief intervention. Attitudes towards intervention for grief (pre- 
or post-loss) was measured by four purpose-designed items (e.g. “People should move 




move through grief in their own way and in their own time”). Clinical staff rated 
agreement with the items on a 5-point Likert-type scale ranging from 1 (strongly 
disagree) to 5 (strongly agree). Three items were reverse scored so that higher scores 
indicated more positive attitudes toward grief intervention. Cronbach alpha indicated 
that internal reliability in the current study was satisfactory (α = .75) 
 
7.2.4 Data analysis and management  
Missing values of data were examined. If more than 80% of values were available 
within a scale, the mean of the available data for the individual participant was used 
(prorated scores). If less than 80% of values were available, the participant was 
removed from the sample.  Based on these criteria, 7 cases were prorated and 1 
participant removed for a total sample size of 46.  
Data were also examined for outliers and casewise diagnostics were used to detect 
any problematic cases, of which none were found. Normality plots and statistical tests 
of normality were inspected and showed that all variables approximated normality.  
Mean scores and frequencies were used to summarise participants’ demographic 
details and scores on the outcome variables. Relationships between acceptability of self-
help intervention, confidence in skills and knowledge, attitudes toward PGD diagnosis 
and attitudes toward grief intervention were explored using correlation analyses. All 
correlations used Pearson’s correlation and were two-tailed since no specific directional 




Acceptability of self-help intervention. Most participants indicated that they had at 
least “a little experience” with self-help intervention (n=33, 72%). The mean 
acceptability score indicated that self-help intervention for carers was at least 
moderately acceptable to clinical staff on average, being past the midrange of “neither 
agree nor disagree” (M=3.42, SD=.48, range=1-5). Approximately two-thirds of 




65%) and an effective (n=29, 63%) approach for carers. Similarly, approximately two-
thirds of participants (n=31, 67%) indicated that they would be willing to suggest 
guided self-help to carers that they saw, with none or very few (n=2, 4%) indicating 
disagreement.  One third agreed or strongly agreed that risk in undergoing guided self-
help was a concern (n=15, 33%) while half neither agreed nor disagreed (n=23, 50%). 
Confidence with skills and knowledge in assessing carer psychological distress.  
Mean confidence scores indicated that clinical staff, on average, were mostly confident 
with their skills and knowledge in identifying and managing carer distress (M=2.99, 
SD=.56, range=1-4). Table 7.2 shows the proportion of participants scoring low (scores 
1-2) versus high (scores 3-4) for each confidence item.  It is evident that the vast 
majority of staff showed high confidence in most skills or knowledge areas. The most 
notable exception was the “ability to inform and educate carers about psychological 
distress” in which half of staff indicated low confidence. Other areas of relatively low 
confidence involved: discussion of referral or support options (35%), supporting those 
close to carers with abnormal levels of distress (37%), monitoring changes in 
psychological distress (39%) and responding to expressions of helplessness or 
hopelessness (33%).  
 
Table 7.2 Proportion of clinical staff indicating low versus high confidence in their 







1. Being able to recognize that a carer might have normal 
levels of psychological distress 
7 (15%) 39 (85%) 
2. Knowing with whom to raise concerns about a carer 
who might have abnormal psychological distress 
6 (13%) 40 (87%) 
3. Being able to recognize that a carer might have 
abnormal levels of psychological distress a 
10 (22%) 35 (76%) 











4. Knowing what the signs and symptoms of abnormal 
psychological distress are 
12 (26%) 34 (74%) 
5. Discussing referral or support options for abnormal 
psychological distress with a carer 
16 (35%) 30 (65%) 
6. Knowing when it is time to raise concerns about a 
carer who might have abnormal psychological distress 
10 (22%) 36 (78%) 
7. Asking carers about their feelings  4 (9%) 42 (91%) 
8. Consulting with other staff members about carers’ 
psychological wellbeing a 
3 (7%) 42 (91%) 
9. Differentiating between a carer who might be 
depressed or anxious or is responding with grief to 
their current situation 
13 (28%) 33 (72%) 
10. My ability to inform and educate carers about 
psychological distress 
23 (50%) 23 (50%) 
11. Telling the difference between signs of depression, 
anxiety or grief 
17 (37%) 29 (63%) 
12. Understanding how psychological distress affects 
carers 
12 (26%) 34 (74%) 
13. Supporting family/friends of carers with abnormal 
levels of distress 
17 (37%) 29 (63%) 
14. Monitoring signs of psychological distress among 
carers to see if things improve or become worse 
18 (39%) 28 (61%) 
15. Responding to expressions of helplessness or 
hopelessness from carers 
15 (33%) 31 (67%) 
16. Listening to carers talk about their feelings or mood 5 (11%) 41 (89%) 
17. Overall, in providing care for carers with abnormal 
psychological distress 
13 (28%) 33 (72%) 
Note. Low confidence = scores 1-2, high confidence = scores 3-4. 





Attitudes toward PGD. Mean scores on positive (M=3.89, SD=.68, range=1-5) 
and negative (M=3.22, SD=.81, range=1-5) attitudes toward a PGD diagnosis were both 
past the scale midpoint, indicating the simultaneous presence of both positive and 
negative attitudes toward PGD. Table 7.3 shows the mean scores and proportion 
agreeing to the PGD attitude items. The vast majority of clinical staff agreed or strongly 
agreed that diagnosing PGD would increase carer likelihood of getting the best help 
(85%), while three-quarters agreed or strongly agreed (74%) that PGD is distinct from 
other disorders and should be recognised as a psychological disorder. Nonetheless, staff 
opinions were more split regarding how a PGD diagnosis reflects pathologisation of 
normal reactions. Notable proportions agreed that recognition of PGD may lead to 
pathologisation of “normal” grief (41%) and reflects a trend in psychology to 






Table 7.3 Mean scores and proportion indicating agreement with PGD attitude items. 




PGD positive attitudes   
1. I have seen examples of PGD amongst carers a 3.49 (1.06) 29 (59%) 
2. I believe that PGD is distinct from other disorders 
like depression and anxiety 
3.98 (.83) 34 (74%) 
3. I support the inclusion of PGD as a recognised 
psychological disorder 
3.98 (.77) 34 (74%) 
4. Diagnosing PGD will increase carer likelihood of 
getting the best help possible 
4.11 (.82) 39 (85%) 
PGD negative attitudes   
5. I think that recognition of PGD may lead to the 
pathologisation of “normal” grief 
3.33 (1.03) 19 (41%) 
6. Categorising grief in this way will leave little room 
for individual and cultural differences in grief 
expression a 
2.98 (.97) 13 (28%) 
7. I see this diagnosis as part of a current trend in 
psychology to pathologise normal reactions 
3.33 (.97) 20 (43%) 
a N=45 due to missing data. 
 
Attitudes toward grief interventions. Staff attitudes toward grief intervention were 
positive on average, with the mean score slightly above the “agree” response anchor 
(M=4.18, SD=.59, range=1-5). The majority of clinical staff disagreed or strongly 
disagreed that professional help for grief should always be a last resort (n=45, 98%) and 
that any psychological intervention disrupts a natural grieving process (n=38, 83%). 




those who are struggling with their grief (n=42, 98%).  However, while most staff 
disagreed (n=28, 61%) that it was always best to leave people to move through grief in 
their own way and time, another quarter neutral on this item (neither agreed nor 
disagreed, n=12, 26%).  
 
7.3.2 Correlations 
Table 7.4 shows results from the correlation analyses on mean total scores of the 
study variables. Higher acceptability ratings of self-help for carers were associated with 
more positive attitudes toward PGD as a diagnosis and intervention for grief. More 
positive attitudes about PGD were also associated with more positive attitudes toward 
grief intervention. No other correlations were statistically significant (p > .05), although 
there was a trend for greater levels of confidence in skills and knowledge being 
associated with more positive attitudes toward intervention for grief (p = .06). 
 
Table 7.4 Correlations between study measures.  
  1 2 3 4 
1 Self-help acceptability      
2 Confidence in skills and knowledge  .25    
3 Positive attitude toward PGD  .48** .03   
4 Negative attitudes toward PGD  .13 .05 .15  
5 Attitude toward grief intervention  .35* .28 .32* .02 
* Significant at the .05 level. 
** Significant at the .01 level. 
 
Since an assumption of this study was that clinical staff may be less likely to refer 
to a guided self-help intervention for PGD if they have negative attitudes toward PGD 
(e.g., pathologising grief) we correlated the item “I would be willing to suggest guided 
self-help to carers I see” with the two PGD attitudes scales. It was found that holding 




attitudes toward PGD were both significantly related to greater clinical staff willingness 
to suggest guided self-help to carers.  
 
7.4 DISCUSSION 
This study found that clinical staff were overall positively oriented toward self-
help for carers, accepting of PGD as a diagnosis whilst concurrently holding 
reservations, approving of intervention for grief, and largely confident in their skills and 
knowledge to identify and manage carer psychological distress appropriately. These 
results are useful in informing the research team of a few broad issues to be considered 
should a self-help intervention for carers be implemented in the health care service. 
Clinical staff perceptions of the acceptability of guided self-help intervention for 
carers showed that the majority feel positively toward it, although it would be beneficial 
to explicitly identify potential risks and outline how to manage them. These findings are 
consistent with a qualitative study that examined perceptions of self-help among 31 
primary care mental health professionals in Scotland (Pratt, Halliday, & Maxwell, 2009). 
It was identified that self-help, in the forms of materials such as books, was supported 
as a mechanism to relieve pressure on specialist services when patients required support, 
but were not in need of specialist services for complex mental health needs. These 
findings are reflected in a survey of 43 mental health professionals attending a 
conference in the UK about computerized self-help for children and adolescents 
(Stallard, Richardson, & Velleman, 2010). The professionals also expressed generally 
positive attitudes toward such interventions, particularly for the delivery of prevention 
programs and in the treatment of mild to moderate problems. Concerns focused on the 
effectiveness of computerized self-help for more complex problems and the level of 
therapeutic support required. Combined, these findings emphasise the importance of 
providing sufficient information to professionals in order for them to make an informed 
decision about referring their patients to a self-help intervention. This includes 
articulating a clear referral pathway that specifies the appropriate level of mental health 
severity of the target population, information on the constituents of the program, and an 




The attitudes of clinical staff toward a PGD diagnosis and intervention for grief 
were also positive overall, with the majority indicating that grief intervention is valuable 
and that a PGD diagnosis would help carers get the best help possible. The proportion 
supporting the inclusion of PGD as a diagnosis (74%) is strikingly similar to those 
found amongst international members of the general public (75%; Breen et al., 2015) 
and Australian psychologists and counsellors  (73%; Ogden & Simmonds, 2014). 
However, negative attitudes toward a PGD diagnosis were also prevalent in the current 
sample, although to a lesser degree. Notable proportions expressed concern about the 
potential for pathologisation of grief (41%) and reduced consideration of individual 
differences in grief expression (28%), although these proportions are considerably less 
compared to those reported for psychologists and counsellors (56% and 55% 
respectively; Ogden & Simmonds, 2014). While overall it was positive attitudes toward 
grief intervention and PGD that were associated with acceptability of guided self-help 
for carers, it is important to note that both positive and negative PGD attitudes were 
associated more specifically with the willingness to refer carers to such an intervention. 
On the surface, this is a somewhat contradictory finding. However, it could be that 
concerns about the pathologising effects of PGD are intertwined with overall concerns 
about the negative consequences of PGD on carers. If this were the case, then clinical 
staff would be more inclined to refer carers in need to self-help interventions for PGD. 
Similar to this, a qualitative study among social workers found that many participants 
held to both medicalised/diagnostic and contextual (individual interacting with their 
environment) views of mental health; participants maintained that withholding a 
psychiatric diagnosis when truly indicated would result in equivalent disservice to an 
individual’s care as attributing a problem resulting from contextual issues to internal 
dysfunction (Probst, 2013). Alternatively it may be that self-help interventions as 
opposed to face-to-face psychotherapy is considered a particularly nonpathologising 
approach for helping carers. Thus, those with concerns about the pathologising 
consequences of PGD as a diagnosable disorder may view self-help approaches as more 
appropriate.  At this stage we can only speculate, but future research may be able to test 
these hypotheses. Pragmatically, the findings suggest that in order to optimally promote 




emphasise the benefits of a PGD diagnosis without needing to address the negative 
concerns about PGD pathologising grief.   
Clinical staff indicated generally satisfactory levels of confidence in their skills 
and knowledge. At least three-quarters of participants indicated high confidence in 
differentiating between normal and abnormal psychological distress in carers and 
knowing when it is time to raise concerns about carer distress and thereby initiate 
referral for support. However, a third of participants showed low confidence in 
discussing referral or support options for abnormal psychological distress with a carer. 
Given the clinical staff in this study were on the frontline in interacting with patients 
and their carers, it would be advantageous to increase skills and confidence around 
these issues.   
There are a number of limitations to this study to be noted. Clinical staff were 
recruited from the same broad health service and comprised mostly of nursing staff, 
thereby limiting generalisability. Future research would benefit from recruiting across 
different health services and broadening the staff composition, particularly to include 
allied health. Also, although we adapted measures from prior research, there is little 
reliability and validity data for most of these measures. This seems to be a general 
limitation of this research area in attitudes toward psychotherapeutic interventions and 
diagnoses. Although measures may be borrowed from other related and more 
established areas, such as stigma, they will likewise still need to be adapted. With 
concerted effort toward addressing such issues, it is anticipated that such concerns will 
be refined over time as the literature builds In the meantime, caution in the 
interpretation of the findings is recommended. 
It is also important to note that most participants would not have had much 
opportunity to observe PGD in carers because contact ordinarily ceases following the 
death of the patient. Thus, these results more likely reflect clinical staff opinion about 
PGD in general than how it specifically relates to carers. However, this enabled clinical 
staff to base their responses from a richer and broader knowledge base from their own 
life experience of grief. Related to this, these results permit us to only consider how 
acceptability of guided self-help are associated with attitudes toward grief specifically 




applicability to interventions for grief. Nonetheless, grief is an important focus given 
the controversial nature of its diagnosis and perceived needs for intervention.  
 
7.4.1 Conclusions 
 The results indicate that clinical staff were largely positive about self-help 
intervention and grief intervention for carers, and thus generally likely to act as key 
allies in implementing the intervention. Clinical staff held both positive and negative 
attitudes toward PGD as a diagnosis, but both orientations appeared to be associated 
with greater willingness to refer to self-help for carers. To optimize referral, results 
suggest that educating staff about the benefits of a PGD diagnosis and the logistics of 
the referral process to the intervention would be helpful. Future research would benefit 
from examining clinical staff attitudes toward different diagnoses and treatment 
approaches in order to better understand how to work alongside staff when 




 Overall discussion and conclusions Chapter 8:
8.1 INTEGRATION OF RESULTS 
The series of studies in this thesis have clarified some of the psychological 
mechanisms underpinning adjustment to death and dying. In concordance with the aims 
of the thesis, these studies have:  
• Provided a process model of global factors influencing the psychological 
distress and grief of individuals confronted by death and dying (Chapter 2). This 
included articulating a theoretical rationale for ACT in the treatment of grief and 
psychological distress at end of life and in bereavement. The model enables the 
shaping of empirical investigations in theoretically informed directions, 
including those contained in this thesis. 
• Provided initial empirical data to justify continued research into the utility of 
acceptance and valued-living, and by reference ACT, in the treatment of grief 
and psychological distress at end of life and in bereavement (Studies 1, 2 and 3). 
The results of this series of studies provide preliminary evidence that acceptance, 
and to some extent valued-living, are potential mechanisms of therapeutic 
change in this context.  
• Tested the feasibility and preliminary effectiveness of an ACT self-help 
intervention for carers of patients in palliative care (Study 3). Results 
demonstrated that the intervention was overall feasible and led to improvements 
in acceptance, valued-living, grief and psychological distress compared to 
treatment as usual. This feasibility trial also provided guidance for future 
refinement of the intervention and the design of future trials. 
• Examined attitudinal and skills-based factors that might impact willingness and 
capacity of clinical staff in palliative care to refer to a self-help intervention for 
carers (Study 4). Results suggested that clinical staff are largely positively 
oriented toward psychological intervention for carers and mostly confident in 
their skills in assessing and managing carer psychological distress. Overall, these 
results suggest clinical staff are likely key allies in the implementation of a self-




This thesis developed a series of investigations that sequentially built and 
elaborated on earlier findings. The first chapter provided a theoretical foundation to 
focus and shape the investigations, primarily presenting the potentially important role 
that acceptance and valued-living have in adjustment at end of life or bereavement. 
Study 1 was the initial test of these assertions in a bereaved sample of university 
students and found that acceptance and valued-living predicted grief, with valued-living 
accounting for additional variance over and above acceptance. These findings affirmed 
the very limited research on the relationship between acceptance and grief and provided 
the first exploration of valued-living in relation to grief. Study 2 then examined 
acceptance amongst patients in palliative care during a challenging time in their life of 
anticipating their own death. Acceptance was revealed as a significant predictor of 
anticipatory grief, thereby providing the first exploration of the relationship between 
acceptance and anticipatory grief.  
The thesis then culminated in Study 3 by testing the feasibility of an ACT self-
help intervention for carers of patients in palliative care, and examining preliminary 
effectiveness on acceptance, valued-living, grief and psychological distress. After 
setting up theoretical and empirical links between ACT variables and grief and 
psychological distress outcomes in the previous chapters, it was important to test how 
ACT might be viably delivered to a carer population who typically have unpredictable 
schedules and are within an under-resourced health care sector. Although the 
intervention was generally feasible and acceptable to carers, there were only small 
effects on outcomes. These results suggest the need for changes to the intervention and 
trial methodology, including targeting the intervention towards those at greater risk of 
Prolonged Grief Disorder (PGD). Study 4 complemented the feasibility trial in 
identifying attitudinal and skills-based factors among clinical staff in palliative care that 
would be valuable to optimize referral to the intervention in future implementation. 
Namely, results suggested that it would be beneficial to reinforce positive attitudes 
toward PGD and grief intervention, and take particular care in making the referral 
process clear. 
 A number of theoretical and clinical implications can be drawn from the 
research in this thesis, specifically regarding the application of ACT within the context 




with grief (pre- and post-loss) and psychological distress across student and palliative 
samples. Acceptance also seemed to consistently share a stronger relationship than 
valued-living with grief. For example, the study amongst students (Study 1) showed 
acceptance was twice the strength of valued-living as a predictor of grief. These 
findings suggest that acceptance might be a priority target when supporting those who 
are struggling with their grief.  
Another implication is the apparent variation in the strength of the relationships 
between acceptance and valued-living with grief and psychological distress across 
different stages of the illness and bereavement trajectory.  Consistent with previous 
research (e.g., Kersting et al., 2011), time since loss was identified as a significant 
predictor of grief in Study 1 amongst bereaved students, thereby indicating that there 
were potentially different strengths of relationships amongst the variables occurring at 
different stages of the grief process. In Study 3 amongst carers, the relationship between 
acceptance with grief and psychological distress was strongest at follow-up compared to 
baseline. This suggests an increase in the strength of experiential avoidance at post-loss 
when the carer is confronted fully by the loss of their loved one and the implications 
this has on their ongoing life. Meanwhile, valued-living showed divergent patterns of 
relationships with grief and psychological distress. Valued-living showed the weakest 
correlation with grief at baseline and the strongest at 1-month follow-up. In comparison, 
valued-living shared the strongest relationship with psychological distress at baseline 
and the weakest at 1-month follow-up. These findings might be explained by the 
changing constraints on carer’s ability to engage in valued activities across the illness 
and bereavement trajectory. While the patient was alive, carers’ ability to engage in 
valued activities was constrained by their caregiving commitment, but considerably less 
so following the patient’s death. From a behavioural activation standpoint (Kanter et al., 
2012), the constraint on activities during the patient’s illness would be naturally 
associated with increased distress as their exposure to positive reinforcement is limited. 
However, in bereavement carer’s have a greater opportunity for engagement in valued 
activities, which might more or less vary depending on the severity of their grief.  
These findings are also consistent with the Dual Process Model of Coping with 
Bereavement (DPM; Stroebe & Schut, 1999). The DPM proposes that bereaved 




oriented process involve processing some aspect of the loss experience, such as surges 
of grief and yearning, while restoration-oriented processes describe responses to 
consequences of bereavement in which the individual reorients to a changed world 
without the deceased (Stroebe & Schut, 2010). The oscillation between the two 
processes is a dynamic regulatory process and said to change over time. As explained in 
Chapter 2, this model reflects aspects of ACT which facilitates loss- and restoration-
oriented coping processes through the simultaneous encouragement of acceptance of 
private events and engagement in valued activities to create a fulfilling life (Romanoff, 
2012). Engagement in new activities, attending to life changes, and avoidance of grief 
are restoration-oriented processes, which are reflected in the strong relationships 
between acceptance and valued-living with grief at follow-up. Avoidance or denial of 
restoration changes, such as resistance to forming new roles or relationships, and the 
intrusion of grief symptoms, are loss-oriented processes. It is possible that loss-oriented 
processes are more prominent preceding a patient’s death, which might help partly 
explain the weaker relationships between valued-living and acceptance with grief at 
baseline. Carers were perhaps occupied in carrying out their existing caring role, and 
their experience of grief might have been less constrained by prevailing normative ideas 
on the appropriate severity and duration of grief that exist for post-loss grief. 
Consequently, acceptance and valued-living may have had less of a role in grief 
symptoms at this time.  
This pattern of a shift from more loss-oriented processes to restoration-oriented 
processes makes sense as a carer gains more of their own time in bereavement. A 
comparison can be made with previous research among bereaved spouses that examined 
the DPM over time during bereavement only. It was found that more attention was 
given to loss-oriented processes earlier in bereavement and gradually shifted over time 
to more restoration-oriented processes (Caserta, Utz, Lund, Swenson, & de Vries, 2014; 
Caserta & Lund, 2007; Richardson & Balaswamy, 2001). It is an interesting possibility 
that this shift is comparatively more dramatic from pre-loss to post-loss than over the 
course of bereavement. It would be valuable to replicate these findings about acceptance 
and valued-living in more diverse samples. This would aid the development of a better 
understanding of the consistency of the patterns and identify factors that influence the 




effective shaping of therapeutic intervention. Overall, the findings highlight the 
potential value of both acceptance and valued-living interventions across the illness and 
bereavement trajectory for grief and psychological distress. 
Related to this, Studies 2 and 3 lend credence to the distinction of grief from 
psychological distress by revealing the variation in the strength of relationship shared 
with acceptance and valued-living. Acceptance shared a notably stronger relationship 
with anticipatory grief than with anxiety or depression in Study 2 amongst patients. In 
Study 3, the relationships that acceptance and valued-living shared with grief and 
psychological distress were found to vary across the illness and bereavement trajectory 
as discussed above. As stated in Chapter 1, PGD has been shown as a distinct construct 
from depression, anxiety or posttraumatic stress disorder (Bryant, 2014; Prigerson et al., 
1996; Prigerson et al., 2009; Shear et al., 2011).  PGD is also highly comorbid with 
other disorders, with individuals diagnosed with PGD being 8.5 times more likely to 
also have depression, anxiety or posttraumatic stress disorder (Prigerson et al., 2009). 
However, PGD can occur in isolation. For example, one study involving a sample of 
individuals meeting criteria for PGD showed that approximately half also had 
depression or PTSD, but in 80% of these cases the comorbid disorders predated the 
PGD and in 25% of those with PGD there was no comorbidity (Simon et al., 2007). 
Conceptually, a key consideration in the distinction of PGD from depression is the 
extent to which particular symptoms, like rumination and avoidance, are about the loss 
specifically versus more generalized (Jordan & Litz, 2014). Similarly, in PTSD after a 
loss, intrusive thoughts are fixated on the death event itself and are characterized by a 
sense of threat whereas individuals with PGD may experience intrusive thoughts about 
diverse aspects of the relationship with the deceased (Jordan & Litz, 2014). Given that 
treatments specific to PGD have demonstrated distinct targets from those in other 
disorders (e.g., yearning for the person who died) and better responses than for 
generalized treatments (Shear et al., 2005; Shear et al., 2011; Wittouck et al., 2011), it is 
important to continue a research agenda for the diagnosis and treatment of PGD. 
Theoretically, it is important to comment on the varied magnitude of the 
relationship found between acceptance and valued-living across the studies. In theory, 
acceptance and valued-living are intertwined processes, with one positively affecting 




naturally lead to greater engagement in valued activities, and vice versa. Study 1 
amongst students found a small and statistically significant positive relationship 
between acceptance and valued-living. However, in Study 3 amongst carers the 
relationship between acceptance and valued-living was smaller and statistically non-
significant at baseline and 1-month follow-up, and yet relatively strong at 6-month post-
bereavement follow-up despite a substantially smaller sample size.. It is difficult to 
isolate what specific contextual factors might lead to this variation in the relationship 
magnitude . Further research in this area would be useful to better understand the 
actions and reactions between proposed ACT mechanisms of therapeutic change.  
Finally, it is important to note that a reduction in symptoms is not the goal of an 
ACT treatment. Rather, ACT is designed to help individuals accept the inevitability of 
suffering in order to lead a fulfilling life. This therefore begs the question of whether the 
primary objective of treatment should move away from reducing grief symptoms 
towards reducing the negative functional consequences of grief, regardless of the level 
of grief symptoms. Diagnosis of PGD and symptom severity has been associated with 
lower scores on quantitative measures of work and social functioning (Silverman et al., 
2000; Simon et al., 2007) and the presence of poorer health behaviours (Hardison et al., 
2005; Prigerson et al., 1997; Prigerson et al., 2009). However, it is currently not known 
what proportion of individuals with PGD have limited impairment in functioning  even 
with the presence of symptoms.  There are no studies that clearly articulate the impact 
on functioning in relation to symptom severity. The focus in the current literature is on 
the linear relationship between severity of PGD symptoms and functional outcomes, 
with no exploration of different patterns. The predominantly small to medium strength 
of relationship between PGD symptom severity and functional outcomes indicates that 
there is a proportion of variance in functionality that is not accounted for by symptoms. 
Consistent with this, systematic reviews have identified a small relationship between 
functioning and symptoms of depression (McKnight & Kashdan, 2009) and anxiety 
(McKnight, Monfort, Kashdan, Blalock, & Calton, 2016). Moreover, results from these 
reviews often pointed to a bidirectional relationship, in which functioning likewise 
influenced symptoms. Thus, the reduction in symptom severity and restoration of 
function, while linked, may represent distinct aspects of the recovery process 




function, these results speak to the validity of targeting valued-living in ACT 
interventions and also provide another potential explanation for the weaker relationships 
observed between valued-living and grief compared to acceptance. Thus, for both 
theoretical and empirical reasons, it is recommended that PGD researchers and 
clinicians to extend their focus on symptoms to also independently focus on improving 
functioning in daily life. Although measures of valued-living and quality of life would 
provide an indirect measure of functionality, behavioural measures such as job 
attendance and extent of social contact would provide an even clearer indication of the 
real-world impact of treatment. It would also be of considerable value to directly 
examine the determinants that limit impairment of function despite the severity of grief 
symptoms, with particular attention given to clinical mechanisms like acceptance that 
can be targeted in interventions. Although it is implicit in ACT theory that acceptance is 
positively associated with functioning regardless of symptom severity, empirical 
validation of this assumption in grief will provide additional support to the argument of 
needing to assess functioning.  
Although this thesis is limited in commenting on the impact of grief and the 
intervention on functioning, it remained valuable to first determine links between the 
clinical processes and outcomes. Outcomes and functioning remain related and 
establishing such links between processes and outcomes provides an indication of the 
potential for associated functional problems. It is also noted that functioning may not 
have been sufficiently impaired and varied in the subclinical populations examined in 
this thesis to allow for proper examination. 
 
8.2 STRENGTHS AND LIMITATIONS 
Limitations of each of the studies have been noted in the discussion section of 
each chapter. However, a general limitation to note is that only a small proportion of the 
samples in Studies 1, 2 and 3 met criteria for a diagnosis of PGD. Therefore, caution 
must be taken when broadening the implications of the results about grief symptoms to 
PGD. Nonetheless, grief symptoms are on a spectrum of severity, and given that the 
majority of the bereaved do not develop PGD, it is useful that the relationships 




important to understand how to support all those who are struggling with adjustment at 
end of life or in bereavement, regardless of clinical status. 
There were also a number of strengths to this thesis. Firstly, it was theoretically 
driven through its basis in ACT. This lends greater explanatory power when interpreting 
the findings and provides helpful direction in refining and expanding the future course 
of research in this area. Other strengths of the research were the novel exploration of 
ACT for grief in carers and the use of a self-help intervention to potentially enhance the 
sustainability of the intervention. The studies provide initial data on the feasibility of 
self-help for carers and guidance for their future development. 
 
8.3 FUTURE DIRECTIONS 
The findings of this thesis suggest a few key areas in which to focus future 
research.  There is a need of a larger trial of a refined version of the self-help 
intervention for carers. Prior to testing the effectiveness of the intervention in a main 
effectiveness trial, it might be valuable to first test the refined intervention using a case 
study design. This would help in identifying helpful components and in evaluating the 
feasibility and acceptability of the suggested screening process of identifying carers 
showing syndromal levels of preloss grief. It may also be worth expanding on 
acceptance and valued-living by including the other four proposed therapeutic 
mechanisms in ACT identified in the ACT hexaflex. The six mechanisms are all related, 
interacting and influencing one another to together explain psychological wellness from 
an ACT perspective.  
Overall, the results point to the potential of acceptance, and to some extent 
valued-living, as potential mechanisms of therapeutic change in psychological distress 
and grief for individuals at end of life or in bereavement. An ACT self-help intervention 
was found to be a viable intervention option for carers, and would benefit further from 
positive staff attitudes and structures for successful implementation. In sum, the results 
of this thesis point to the potential merit and need for further research into ACT-based 
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Thank you for your help with this study 
 
  
ID No. _ _ _ _ 
Date _ _ / _ _ / _ _ _ _ 
CONFIDENTIALITY: 
All information you provide will be treated as strictly confidential and your 
identity will not be revealed in any reports. The completed questionnaires will be 
kept separate from any information that could identify you and will be kept securely 




There are 11 sections to this questionnaire. You will be asked for details about 
yourself, as well as questions about your feelings; values in life; wellbeing; attitudes 
towards life, death and dying; family communication; and your opinion on the 
acceptability of completing the questionnaire. You will also be asked for details on 
your close personal loss.  
 
You don’t have to answer any questions that you don’t want to – just skip a question 
if this is the case. You can take breaks if you need them. Or you can stop the 
questionnaire at any time if you feel that you can’t continue. If you become 
distressed while completing this questionnaire and would like to talk with someone 
about how you are feeling, please let the research team know and they will help you 




Section 1  
 
Please provide the following details about yourself:  
 
1. Date of birth:  _ _ / _ _ / _ _ _ _  2. Gender:      Male      Female 
 
3. What is your current marital status? 
 Married 




4. What is the highest educational 
qualification you have obtained? 
 Year 10 or below 
 Year 12/ HSC 
 TAFE certificate/ diploma 
 University degree 
 Higher degree (postgraduate) 
 
 
5. Please provide the following details on 
your current course at UOW: 
Course name:.………………………… 












 Other:.……………………………  
 
7. In which country were you born? 
 Australia 
 Other:.……………………………… 










10. Do you have a close family member 
or friend with a life-threatening 
illness*? 
 No 
 Yes: how many?………………… 
* e.g. cancer, cardiovascular disease, 








The statements below relate to your personal opinions and feelings about you and life 
in general.  Read each statement carefully and then indicate the extent to which you 
agree or disagree by circling a number that best indicates your response. 
 










1. My past achievements have given my life meaning and 
purpose 
1 2 3 4 5 6 7 
2. In my life I have very clear goals and aims 1 2 3 4 5 6 7 
3. I regard the opportunity to direct my life as very 
important 
1 2 3 4 5 6 7 
4. I seem to change my main objectives in life 1 2 3 4 5 6 7 
5. I have discovered a satisfying life purpose 1 2 3 4 5 6 7 
6. I feel that some element which I can’t quite define is 
missing from my life 
1 2 3 4 5 6 7 
7. The meaning of life is evidence in the world around us 1 2 3 4 5 6 7 
8. I think I am generally much less concerned about death 
than those around me 
1 2 3 4 5 6 7 
9. I feel the lack of and a need to find a real meaning and 
purpose in my life 
1 2 3 4 5 6 7 
10. New and different things appeal to me 1 2 3 4 5 6 7 
11. My accomplishments in life are largely determined by 
my own efforts 
1 2 3 4 5 6 7 
12. I have been aware of an all powerful and consuming 
purpose towards which my life has been directed 
1 2 3 4 5 6 7 
13. I try new activities or areas of interest and then these 
soon lose their attractiveness 
1 2 3 4 5 6 7 
14. I would enjoy breaking loose from the routine of life 1 2 3 4 5 6 7 
15. Death makes little difference to me one way or another 1 2 3 4 5 6 7 
16. I have a philosophy of life that gives my existence 
significance 
1 2 3 4 5 6 7 
17. I determine what happens in my life 1 2 3 4 5 6 7 
18. Basically, I am living the kind of life I want to live 1 2 3 4 5 6 7 
19. Concerning my freedom to make my choice, I believe I 
am absolutely free to make all life choices 
1 2 3 4 5 6 7 
20. I have experienced the feeling that while I am destined 
to accomplish something important, I cannot put my 
finger on just what it is 
1 2 3 4 5 6 7 
21. I am restless 1 2 3 4 5 6 7 
22. Even though death awaits me, I am not concerned 
about it 
1 2 3 4 5 6 7 
23. It is possible for me to live my life in terms of what I 
want to do 
1 2 3 4 5 6 7 
24. I feel the need for adventure and “new worlds to 
conquer” 




25. I would neither fear death nor welcome it 1 2 3 4 5 6 7 
26. I know where my life is going in the future 1 2 3 4 5 6 7 
27. In thinking of my life, I see a reason for my being here 1 2 3 4 5 6 7 
28. Since death is a natural aspect of life, there is no sense 
worrying about it 
1 2 3 4 5 6 7 
29. I have a framework that allows me to understand or 
make sense of my life 
1 2 3 4 5 6 7 
30. My life is in my hands and I am in control of it 1 2 3 4 5 6 7 
31. In achieving life’s goals, I have felt completely fulfilled 1 2 3 4 5 6 7 
32. Some people are very frightened of death, but I am not 1 2 3 4 5 6 7 
33. I daydream of finding a new place for my life and a new 
identity 
1 2 3 4 5 6 7 
34. A new challenge in my life would appeal to me now 1 2 3 4 5 6 7 
35. I have the sense that parts of my life fit together into a 
unified pattern 
1 2 3 4 5 6 7 
36. I hope for something exciting in the future 1 2 3 4 5 6 7 
37. I have a mission in life that gives me a sense of 
direction 
1 2 3 4 5 6 7 
38. I have a clear understanding of the ultimate meaning of 
life 
1 2 3 4 5 6 7 
39. When it comes to important life matters, I make my own 
decisions 
1 2 3 4 5 6 7 
40. I find myself withdrawing from life with an “I don’t care” 
attitude 
1 2 3 4 5 6 7 
41. I am eager to get more out of life than I have so far 1 2 3 4 5 6 7 
42. Life to me seems boring and uneventful 1 2 3 4 5 6 7 
43. I am determined to achieve new goals in the future 1 2 3 4 5 6 7 
44. The thought of death seldom enters my mind 1 2 3 4 5 6 7 
45. I accept personal responsibility for the choices I have 
made in my life 
1 2 3 4 5 6 7 
46. My personal existence is orderly and coherent 1 2 3 4 5 6 7 
47. I accept death as another life experience 1 2 3 4 5 6 7 







The statements below relate to different attitudes toward death. Read each statement 
carefully and then decide the extent to which you agree or disagree by circling a 
number that best indicates your response.  
 










1. Death is no doubt a grim experience 1 2 3 4 5 6 7 
2. The prospects of my own death arouses anxiety in me 1 2 3 4 5 6 7 
3. I avoid death thoughts at all costs 1 2 3 4 5 6 7 
4. I believe that I will be in heaven after I die 1 2 3 4 5 6 7 
5. Death will bring an end to all my troubles 1 2 3 4 5 6 7 
6. Death should be viewed as a natural, undeniable, and 
unavoidable event 
1 2 3 4 5 6 7 
7. I am disturbed by the finality of death 1 2 3 4 5 6 7 
8. Death is an entrance to a place of ultimate satisfaction 1 2 3 4 5 6 7 
9. Death provides an escape from this terrible world 1 2 3 4 5 6 7 
10. Whenever the thought of death enters my mind, I try to 
push it away 
1 2 3 4 5 6 7 
11. Death is deliverance from pain and suffering 1 2 3 4 5 6 7 
12. I always try not to think about death 1 2 3 4 5 6 7 
13. I believe that heaven will be a much better place than 
this world 
1 2 3 4 5 6 7 
14. Death is a natural aspect of life 1 2 3 4 5 6 7 
15. Death is a union with God and eternal bliss 1 2 3 4 5 6 7 
16. Death brings a promise of a new and glorious life 1 2 3 4 5 6 7 
17. I would neither fear death nor welcome it 1 2 3 4 5 6 7 
18. I have an intense fear of death 1 2 3 4 5 6 7 
19. I avoid thinking about death altogether 1 2 3 4 5 6 7 
20. The subject of life after death troubles me greatly 1 2 3 4 5 6 7 
21. The fact that death will mean the end of everything as I 
know it frightens me 
1 2 3 4 5 6 7 
22. I look forward to a reunion with my loved ones after I 
die 
1 2 3 4 5 6 7 
23. I view death as a relief from earthly suffering 1 2 3 4 5 6 7 
24. Death is simply a part of the process of life 1 2 3 4 5 6 7 
25. I see death as a passage to an eternal and blessed 
place 
1 2 3 4 5 6 7 




27. Death offers a wonderful release of the soul 1 2 3 4 5 6 7 
28. One thing that gives me comfort in facing death is my 
belief in the afterlife 
1 2 3 4 5 6 7 
29. I see death as a relief from the burden of this life 1 2 3 4 5 6 7 
30. Death is neither good nor bad 1 2 3 4 5 6 7 
31. I look forward to life after death 1 2 3 4 5 6 7 
32. The uncertainty of not knowing what happens after 
death worries me 







Please read each statement below and then rate how true each statement is for you by 
circling a number next to it.  
 


















1. My painful experiences and memories make it difficult 
for me to live a life that I would value 
1 2 3 4 5 6 7 
2. I’m afraid of my feelings 1 2 3 4 5 6 7 
3. I worry about not being able to control my worries and 
feelings 
1 2 3 4 5 6 7 
4. My painful memories prevent me from having a 
fulfilling life 
1 2 3 4 5 6 7 
5. Emotions cause problems in my life 1 2 3 4 5 6 7 
6. It seems like most people are handling their lives 
better than I am 
1 2 3 4 5 6 7 









Please read each statement below and then circle one number per line that best 
describes how you have felt during the past 4 weeks. 
 
1 2 3 4 5 
None of 
the time 




Most of the 
time 
All of the 
time 
 
In the past 4 weeks, about how often did you feel …? 
1. Tired out for no good reason 1 2 3 4 5 
2. Nervous 1 2 3 4 5 
3. So nervous that nothing could calm you down 1 2 3 4 5 
4. Hopeless 1 2 3 4 5 
5. Restless or fidgety 1 2 3 4 5 
6. So restless you could not sit still 1 2 3 4 5 
7. Depressed 1 2 3 4 5 
8. That everything is an effort 1 2 3 4 5 
9. That nothing could cheer you up 1 2 3 4 5 








Below are domains of life that are valued by some people. We are concerned with your 
subjective experience of your quality of life in each of these domains. One aspect of 
quality of life involves the importance one puts on the different domains of living. Rate 
the importance of each domain (by writing a number) during the past week on a scale 
of 1 to 10; 1 means that domain is not at all important, and 10 means that it is very 
important. Not everyone will value all of these domains, or value all domains the same. 
Rate each domain according to your own personal sense of importance.  
 
Next we would like you to give a rating of how consistent your actions are with each 
value. Everyone does better in some domains than others. We are NOT asking about 
your ideal in each domain. We want to know how you think you will have been doing 
during the past week. Rate each item (by writing a number) on a scale of 1 to 10; 1 
means that your actions have been fully inconsistent with your value, and 10 means 
that your actions have been fully consistent with your value.  
 
1 2 3 4 5 6 7 8 9 10 








 Importance Consistency 
1. Family relations (other than marriage or 
parenting) 
  
2. Marriage/ couples/ intimate relations   
3. Parenting   
4. Friendships/ social relations   
5. Employment   
6. Education/ training   
7. Recreation   
8. Spirituality   
9. Community   
10. Physical well-being   
11. Psychological well-being   
12. Financial security/ prosperity   
13. Autonomy/ independence   









You indicated at sign-up that you had experienced a close personal loss in the past 2 
years. Throughout the remainder of Section 7 we would like for you to respond to 
questions about the loss of your friend or family member. If you have had multiple 
friends or family members die, please consider the loss that has had the greatest 
impact on you in each of the following questions.  
 
Part 1 
1. How many close personal losses have you experienced in the past 2 years? 
……………….. 
2. Thinking about the loss that has had the greatest impact on you, circle the option 
that best describes this person’s relationship to you: 
 Parent: ……………………………… 
 Sibling: ……………………………… 
 Child: ……………………………….. 
Partner/ spouse: ……………………. 
Grandparent: 
………………………………. 









4. How long had you known this 
person? 
 
……………years    …………months 
 
 
5. How many months ago did the death occur? 
………………………………………………… 
 
6. How did this person die? 
 Natural, anticipated causes (e.g. 
lengthy illness) 
 Natural, unanticipated causes (e.g. 
heart attack) 




 Other: ……………………………  
7. How often did you see or talk with 
this person in the 3 months 
preceding their death? 
 Daily 
 2 or 3 times per week 
 Weekly 
 Fortnightly  
 Monthly or rarely 
 None 
 Other: ……………………………  






Grief is a normal psychological and emotional process occurring in response to a 
significant loss. Below is a particular set of symptoms commonly experienced by 
people who are grieving. Please read through each item and indicate your answer for 
each item by circling a number next to it.  
 
Part 2 
1 2 3 4 5 
Not at all At least once At least once 
a week 
At least once 
a day 
Several times a 
day 
 
For each item, please indicate how you have felt in the past month 
1. How often have you felt yourself longing or yearning for the 
person you lost? 
1 2 3 4 5 
2. How often have you had intense feelings of emotional pain, 
sorrow, or pangs of grief related to the lost relationship? 
1 2 3 4 5 
3. How often have you tried to avoid reminders that the 
person you lost is gone? 
1 2 3 4 5 
4. How often have you felt stunned, shocked, or dazed by 
your loss? 




1 2 3 4 5 
Not at all Slightly Somewhat Quite a bit Overwhelmingly 
 
For each item, please indicate how you currently feel 
5. Do you feel confusion about your role in life or feel like 
you don’t know who you are (i.e. a feeling that a part of 
yourself has died)? 
1 2 3 4 5 
6. Have you had trouble accepting the loss? 1 2 3 4 5 
7. Has it been hard for you to trust others since your loss? 1 2 3 4 5 
8. Do you feel bitter over your loss? 1 2 3 4 5 
9. Do you feel that moving on (e.g. making new friends, 
pursuing new interests) would be difficult for you now? 
1 2 3 4 5 
10. Do you feel emotionally numb since your loss? 1 2 3 4 5 
11. Do you feel that life is unfulfilling, empty, or meaningless 
since your loss? 




For each item, please place a check mark to indicate your answer 
12. For items 1 or 2 above, have you experienced either of these 
symptoms at least daily and after 6 months have elapsed 
since the loss (if applicable)? 
 No  Yes 
13. Have you experienced a significant reduction in social, 
occupational, or other important areas of functioning (e.g. 
domestic responsibilities)? 







The statements below relate to your personal opinions and feelings about death and 
dying.  Read each statement carefully and then indicate the extent to which you agree 
by circling a number that best indicates your response. 
 
0 1 2 3 




1. The thought that my dying could be long and painful is unbearable 
to me 
0 1 2 3 
2. As painful as it is, I have a positive attitude towards the fact that 
people who are important to me will be dead one day 
0 1 2 3 
3. I am afraid of having to support another person someday when 
he/she is dying 
0 1 2 3 
4. I have  a positive attitude to the process of dying as a necessary 
stage in my life 
0 1 2 3 
5. I am frightened by the idea that all my thoughts and feelings will 
stop when I am dead 
0 1 2 3 
6. Inwardly, I resist the thought of my own death 0 1 2 3 
7. I am afraid of losing loved ones through death 0 1 2 3 
8. I feel fear at the very idea of dying slowly and in agony someday 0 1 2 3 
9. I find it unjust that even people who are close to me will be dead 
one day 
0 1 2 3 
10. I am afraid of seeing another person dying 0 1 2 3 
11. To me, the dying process means the completion of my life 0 1 2 3 
12. The thought of the coldness of a corpse terrifies me 0 1 2 3 
13. Thinking beyond the threshold of my death makes me feel afraid 0 1 2 3 
14. Inwardly, I rebel against the fact that my life on earth is limited 0 1 2 3 
15. The thought that a person close to me will simply disappear due to 
death appalls me 
0 1 2 3 
16. The physical decline that accompanies a slow dying process 
disturbs me 
0 1 2 3 
17. I accept the death of people who are close to me 0 1 2 3 
18. I am afraid of talking with a dying person about his/her death 0 1 2 3 
19. The fact that I will someday die is something absolutely natural for 
me 
0 1 2 3 
20. The very idea that my entire personality will disappear forever with 
my death appalls me 
0 1 2 3 
21. Inwardly, I protest against the fact that I will be dead one day 0 1 2 3 
22. The thought of losing people close to me forever through death 
frightens me 





23. I am afraid of my dying being prolonged by medical equipment 0 1 2 3 
24. Basically, I am ready to accept that even people who are close 
to me will be dead one day 
0 1 2 3 
25. The idea of being in the presence of a dying person appalls me 0 1 2 3 
26. I have a positive attitude to the process of dying as part of my life 0 1 2 3 
27. The thoughts of the stiffness of a corpse fills me with fear 0 1 2 3 
28. The idea that I will never be able to think and experience 
anything after my death disturbs me 
0 1 2 3 
29. I view the fact that I will be dead one day as a violent intrusion in 
my life 
0 1 2 3 
30. The possibility of losing another person forever through death 
disturbs me 
0 1 2 3 
31. The thought of being left alone when I am dying someday is 
terrible for me 
0 1 2 3 
32. Ultimately, I am at peace with the fact that even people who are 
close to me have to die 
0 1 2 3 
33. I am afraid of having to support another person in his/her last 
hours 
0 1 2 3 
34. Basically, I am ready to accept that I have to die one day 0 1 2 3 
35. The thought that I will be dead someday makes me 
apprehensive 
0 1 2 3 
36. Knowledge of my death is like a foreign element in my life 0 1 2 3 
37. I am afraid of dying a painful death one day 0 1 2 3 
38. Inwardly, I resist the thought that people who are dear to me will 
be dead one day 
0 1 2 3 
39. The idea of a dying person asking me for comfort and support 
disturbs me 
0 1 2 3 
40. Somehow, the knowledge of my death is a part of my life that I 
view positively 
0 1 2 3 
41. When I think of how pale a corpse is, I feel panic 0 1 2 3 
42. The idea that my body will disappear after my death disturbs me 0 1 2 3 
43. I am afraid of being treated as a mere object when I lie dying 0 1 2 3 
44. My death is a part of a wider scheme of things that I treat 
positively 
0 1 2 3 
45. The sight of a dead body would be appalling to me 0 1 2 3 
46. The possibility of losing my personal dignity when I am dying 
appalls me 
0 1 2 3 








In the box below, we would like you to draw a representation of what death means to 
you. As part of this, please make sure you include a representation of yourself that 
symbolises how you relate to death. To help you think about what to draw, it may be 
helpful to consider the following: 
1. When you think of death, what kinds of thoughts and images come to mind? 
2. When you think of death, what kinds of emotions rise in you? 
3. When you think of death, notice how you hold your body. Do you hold yourself 















The statements below relate to communication within your immediate family, both in 
general and about death specifically.  When “parents” are mentioned, this means your 
primary caregiver(s). (If your “parents” are deceased, think back to how you used to 
communicate with one another when completing these items.) When “family” is 
mentioned, this means your immediate family. 
 
We understand that you may communicate differently with different members of your 
family. For example, you may prefer discussing certain topics with your parents more 
so than with your siblings, and interact with each family member in a unique way. 
However, when completing the following items, try to think of the overall picture of how 
you and your immediate family generally communicate rather than the specific 
relationships you share. 
 
1 2 3 4 5 
Strongly 
disagree 






1. In our family we often talk about topics like politics and 
religion where some persons disagree with others 
1 2 3 4 5 
2. My parents often say something like “Every member of the 
family should have some say in family decisions” 
1 2 3 4 5 
3. My parents often ask my opinion when the family is talking 
about something 
1 2 3 4 5 
4. In our family, some topics shouldn’t be talked about 
because they cause too much conflict or pain 
1 2 3 4 5 
5. My parents encourage me to challenge their ideas and 
beliefs 
1 2 3 4 5 
6. It is important to me to know my family’s thoughts and 
feelings about death 
1 2 3 4 5 
7. My parents often say something like “You should always 
look at both sides of an issue” 
1 2 3 4 5 
8. I usually tell my parents what I am thinking about things 1 2 3 4 5 
9. I can tell my parents almost anything 1 2 3 4 5 
10. In our family we often talk about our feelings and emotions 1 2 3 4 5 
11. It is important to me to discuss my thoughts and feelings 
about death with my family 
1 2 3 4 5 
12. My parents and I often have long, relaxed conversations 
about nothing in particular 
1 2 3 4 5 
13. I really enjoy talking with my parents, even when we 
disagree 
1 2 3 4 5 
14. I avoid mentioning certain topics to my family because it can 
cause conflict or pain 
1 2 3 4 5 
15. My parents like to hear my opinions, even when they don’t 
agree with me 
1 2 3 4 5 
16. My parents encourage me to express my feelings 1 2 3 4 5 
17. My parents tend to be very open about their emotions 1 2 3 4 5 
18. It is important for me to know what my family’s thoughts and 
feelings are about death  




19. We often talk as a family about things we have done during 
the day 
1 2 3 4 5 
20. In our family we often talk about our plans and hopes for the 
future 
1 2 3 4 5 
21. It is critical that I hear what my family thinks about my 
thoughts and feelings about death 
1 2 3 4 5 
 
Part 2 
The following statements help us to understand your family. Please read each 
statement below and circle “true” if you think the statement is true of your family, or 
circle “false” if this statement is not true of your family. 
 
1. Family members really help and support one another True False 
2. Family members often keep their feelings to themselves True False 
3. We fight a lot in our family True False 
4. We often seem to be killing time at home True False 
5. We say anything we want to around home True False 
6. Family members rarely become openly angry True False 
7. We put a lot of energy into what we do at home True False 
8. It is hard to ‘blow off steam’ at home without upsetting 
somebody 
True False 
9. Family members sometimes get so angry they throw 
things 
True False 
10. There is a feeling of togetherness in our family True False 
11. We tell each other about our personal problems True False 
12. Family members hardly ever lose their tempers True False 
 
Part 3 
The questions below ask about your experience of talking with your family about death 
and your opinion on information or strategies that might help you feel more accepting 
of death.   
 
A.  
1. I think death is a topic that should be discussed within a family 
 Strongly disagree 
 Disagree 
 Neither agree nor disagree 
 Agree 











2. I have had conversations about death with my family 
 
 Yes  No 
 
*********** 
If “Yes” go to B then D 




B.  YES: I have had conversations about death with my family 
 
3. What was it that started the conversation(s)? E.g. close personal loss, very ill loved 





4. What specifically have you discussed? E.g. beliefs in an after-life, preparation of a will, 





5. How comfortable were you in talking with 
your family about death? 
 Not at all 
 A little bit 
 Quite a bit 
 Very much 
6. Are you satisfied with the amount you 
know about your family’s thoughts and 
feelings about death? 
 Not at all 
 A little bit 
 Quite a bit 
 Very much  
 
7. Do you want to know more about your 
family’s thoughts and feelings about 
death? 
 Not at all 
 A little bit 
 Quite a bit 






C.  NO: I have not had conversations about death with my family 
 
8. Are you satisfied with the amount you 
know about your family’s thoughts and 
feelings about death? 
 Not at all 
 A little bit 
 Quite a bit 
 Very much  
9. Do you want to know more about your 
family’s thoughts and feelings about 
death? 
 Not at all 
 A little bit 
 Quite a bit 
 Very much  
 
10. How comfortable are you in talking with 
your family about death? 
 Not at all 
 A little bit 
 Quite a bit 
 Very much  
 
 
11. If you wanted to talk with your family 
about your own or their thoughts and 
feelings about death, do you feel 
confident in your ability to start the 
conversation? 
 Not at all 
 A little bit 
 Quite a bit 
 Very much  
 
D. 
12. If you were to talk with your family about death (again or for the first time), what is it 
that you would be interested in talking about? Tick all that apply 
 How you would like to be cared for 
at end of life and spend your last days 
 Your personal thoughts and 
feelings about death 
 Practical issues such as your 
funeral wishes and content of your will 
 Other: 
………………………………….. 
 How they would like to be cared for 
at end of life and spend their last days 
 Their personal thoughts and feelings 
about death 
 Practical issues such as their funeral 








13. Would you like to feel more accepting of death as a natural part of life? 
Yes, definitely 
 Yes, somewhat 
 Not sure 
 No, somewhat 





14. If you felt that you would like to be more accepting of death as a natural part of life, 
what do you think would help you? Tick all that apply 
Communication strategies to bring it up with family and talk about it calmly 
 Coping strategies to deal with family members’ reactions 
 Writing a letter (to be distributed or kept personal) to a deceased or very ill loved 
one about how  you feel about them and are coping with the situation 
 Information and stories about others’ experience with losing loved ones 
 Speaking with a religious or spiritual advisor 
 Talking about death with friends or peers 
 Talking about death with someone whose opinions you respect 
Please specify: ………………………………….. 









Below are a few questions asking for your opinion on the acceptability of completing 
this questionnaire. Please circle only one number per line using the scale below. 
 
1 2 3 4 5 
Strongly 
disagree 
Disagree Neither agree 
nor disagree 
Agree Strongly agree 
 
 
1. Completing this questionnaire made me feel distressed*** 1 2 3 4 5 
2. I would still complete the questionnaire now knowing 
what was asked 
1 2 3 4 5 
 
*** If you have answered “Agree” or “Strongly agree”, we encourage you to talk about this 
with the researcher who administered the questionnaire or any of the study contacts listed on 
the Participant Information Sheet. They can help you identify available support if that is what 
you would like. Alternatively, if you have any concerns about your mental health you may also 
choose to visit the UOW Counselling Service or your local GP directly. Please refer to the 
























Thank you very much for your help with this study 
 
ID No. _ _ _ _ 
Date _ _ / _ _ / _ _ _ _ 
 
CONFIDENTIALITY: 
We would like to ask you to complete the following questionnaire. All information will 
be treated as strictly confidential and your identity will not be revealed in any reports. 
The completed questionnaires will be kept separate from any information that could 
identify you and will be kept securely under lock and key. Please do not write your 
name on this questionnaire.  
 
INSTRUCTIONS: 
There are 6 sections to this questionnaire and it will take approximately 30 minutes to 
complete. You will be asked for details about yourself and your health, as well as 
questions about your feelings; values in life; attitudes towards life, death and dying; 
communication with your loved ones; and your opinion on the acceptability of 
completing the questionnaire.  
 
You need not answer any questions that you don’t want to – just skip a question if 
this is the case. You can take breaks if you need them. Or you can stop the 
questionnaire at any time if you feel that you can’t continue. If you become distressed 
while completing this questionnaire and would like to talk with someone about how 
you are feeling, please let the research team or your medical team know and they will 









Please provide the following details about yourself: 
1. Date of birth:  _ _ / _ _ / _ _ _ _ 2. Gender:      Male      Female 
3. Do you feel that you can accept your 
situation and all that is happening? 
 No difficulty 
 Mild difficulty 
 Moderate difficulty 
 Strong difficulty 
 Severe difficulty 
          Extreme difficulty 
4. How well do you think your 
caregiver is coping with your 
illness? 
 Not at all 
 A little bit 
 Somewhat 
 Quite a bit 
 Very much 
5. How would you describe your current 
health status? 
 Relatively healthy 
 Seriously but not terminally ill 
 Seriously and terminally ill 
6. What is your highest level of 
education? 
 Year 10 or below 
 Year 12/ HSC 
 TAFE certificate/ diploma 
 Undergraduate university degree 





Below you will find a list of statements. Please rate how true each statement is for you 
by circling a number next to it. Use the scale below to make your choice. 
 


















1. My painful experiences and memories make it 
difficult for me to live a life that I would value 
1 2 3 4 5 6 7 
2. I’m afraid of my feelings 1 2 3 4 5 6 7 
3. I worry about not being able to control my worries 
and feelings 
1 2 3 4 5 6 7 
4. My painful memories prevent me from having a 
fulfilling life 
1 2 3 4 5 6 7 
5. Emotions cause problems in my life 1 2 3 4 5 6 7 
6. It seems like most people are handling their lives 
better than I am 
1 2 3 4 5 6 7 







Below are domains of life that are valued by some people. We are concerned with your 
subjective experience of your quality of life in each of these domains. One aspect of 
quality of life involves the importance one puts on the different domains of living. Rate 
the importance of each domain (by writing a number) during the past week on a scale 
of 1 to 10; 1 means that domain is not at all important, and 10 means that it is very 
important. Not everyone will value all of these domains, or value all domains the same. 
Rate each domain according to your own personal sense of importance.  
 
Next we would like you to give a rating of how consistent your actions are with each 
value. Everyone does better in some domains than others. We are NOT asking about 
your ideal in each domain. We want to know how you think you will have been doing 
during the past week. Rate each item (by writing a number) on a scale of 1 to 10; 1 
means that your actions have been fully inconsistent with your value, and 10 means 
that your actions have been fully consistent with your value.  
 
1 2 3 4 5 6 7 8 9 10 








 Importance Consistency 
1. Family relations (other than marriage or 
parenting) 
  
2. Marriage/ couples/ intimate relations   
3. Parenting   
4. Friendships/ social relations   
5. Employment   
6. Education/ training   
7. Recreation   
8. Spirituality   
9. Community   
10. Physical well-being   
11. Psychological well-being   
12. Financial security/ prosperity   







Below are items that ask about how you are feeling. Please read each item and place a 
check mark next to the reply that comes closest to how you have been feeling in the 
past week. Don’t take too long over your replies; your immediate reaction to each item 
will probably be more accurate than a long thought-out response.  
 
1. I feel tense or ‘wound up’ 8. I feel as if I am slowed down 
 Most of the time 
 A lot of the time 
 From time to time (occasionally) 
 Not at all 
 Nearly all the time 
 Very often 
 Sometimes 
 Not at all 
2. I still enjoy the things I used to enjoy 9. I get a sort of frightened feeling like 
“butterflies” in the stomach 
 Definitely as much 
 Not quite as much 
 Only a little 
 Hardly at all 
 Not at all 
 Occasionally 
 Quite often 
 Very often 
3. I get a sort of frightened feeling as if 
something awful is about to happen 
10. I have lost interest in my appearance 
 Very definitely and quite badly 
 Yes, but not too badly 
 A little, but it doesn’t worry me 
 Not at all 
 Definitely 
 I don’t take as much care as I should 
 I may not take quite as much care 
 I take just as much care 
4. I can laugh and see the funny side of 
things 
11. I feel restless as I have to be on the 
move 
 As much as I always could 
 Not quite so much now 
 Definitely not so much now 
 Not at all 
 Very much indeed 
 Quite a lot 
 Not very much 
 Not at all 
5. Worrying thoughts go through my mind 12. I look forward with enjoyment to 
things 
 A great deal of the time 
 A lot of the time 
 From time to time, but not often 
 Only occasionally 
 As much as I ever did 
 Rather less than I used to 
 Definitely less than I used to 
 Hardly at all 
6. I feel cheerful 13. I get sudden feelings of panic 
 Not at all 
 Not often 
 Sometimes 
 Most of the time 
 Very often indeed 
 Quite often 
 Not very often 
 Not at all 




 Not often 
 Not at all 
 Often 
 Sometimes 
 Not often 







Grief is a normal psychological and emotional process occurring in response to a 
significant loss. When an individual is diagnosed with a terminal illness, they commonly 
experience grief for current or past losses, such as future plans and their previous 
functioning and autonomy. They may also grieve for their impending death and 
subsequent losses for loved ones.   
 
Below is a particular set of symptoms commonly experienced by people who are 
grieving. Please read through each item and indicate your answer for each item by 
circling a number next to it.  
 
Part 1 
1 2 3 4 5 
Not at all At least once At least once 
a week 
At least once 
a day 
Several times a 
day 
 
For each item, please indicate how you have felt in the past month 
1. How often have you felt yourself longing or yearning to be 
healthy again? 
1 2 3 4 5 
2. How often have you had intense feelings of emotional pain, 
sorrow, or pangs of grief related to your illness? 
1 2 3 4 5 
3. How often have you tried to avoid reminders that you are 
ill? 
1 2 3 4 5 
4. How often have you felt stunned, shocked, or dazed by your 
illness? 
1 2 3 4 5 
 
Part 2 
1 2 3 4 5 
Not at all Slightly Somewhat Quite a bit Overwhelmingly 
 
For each item, please indicate how you currently feel 
5. Do you feel confusion about your role in life or a 
diminished sense of self (i.e. a feeling that a part of 
yourself has died)? 
1 2 3 4 5 
6. Have you had trouble accepting your illness? 1 2 3 4 5 
7. Has it been hard for you to trust others since your illness? 1 2 3 4 5 
8. Do you feel bitter over your illness? 1 2 3 4 5 
9. Do you feel that moving on (e.g. making new friends, 
pursuing new interests) would be difficult for you now? 
1 2 3 4 5 
10. Do you feel emotionally numb since your illness? 1 2 3 4 5 
11. Do you feel that life is unfulfilling, empty, or meaningless 
since your illness? 










For each item, please place a check mark to indicate your answer 
12. For items 1 or 2 above, if you circled 2-5 have you had the 
experience for at least 6 months (if applicable)? 
 No  Yes 
13. Have you experienced a significant reduction in social, 
occupational, or other important areas of functioning (e.g. 
domestic responsibilities)? 






Below are a few questions asking for your opinion on the acceptability of completing 
this questionnaire. Please circle only one number per line using the scale below. 
 
1 2 3 4 5 
Strongly 
disagree 
Disagree Neither agree 
nor disagree 
Agree Strongly agree 
 
 
1. It was too long 1 2 3 4 5 
2. It was distressing 1 2 3 4 5 
3. It was helpful  1 2 3 4 5 
4. I would still complete the questionnaire now knowing 
what was asked 















Caregiver & Significant 
Other Baseline 






Thank you very much for your help with this study  
ID No. _ _ _ _ 
Date _ _ / _ _ / _ _ _ _ 
 
CONFIDENTIALITY: 
We would like to ask you to complete the following questionnaire. All information will 
be treated as strictly confidential and your identity will not be revealed in any reports. 
The completed questionnaires will be kept separate from any information that could 
identify you and will be kept securely under lock and key. Please do not write your 
name on this questionnaire.  
 
INSTRUCTIONS: 
There are 9 sections to this questionnaire and it will take approximately 15-20 minutes 
to complete. You will be asked for details about yourself and your health, as well as 
questions about your feelings; values in life; attitudes towards life, death and dying; 
communication with the patient; and your opinion on the acceptability of completing 
the questionnaire.  
 
You need not answer any questions you don’t want to – just skip a question if this is 
the case. You can take breaks if you need them. Or you can stop the questionnaire at 
any time if you feel that you can’t continue. If you become distressed while completing 
this questionnaire and would like to talk with someone about how you are feeling, 








Please provide the following details about yourself and the ill patient:  
 
1. Date of birth:  _ _ / _ _ / _ _ _ _ 
 
2. Gender:      Male      Female 
3. What is your current marital status? 
 Married 




4. What is the highest educational 
qualification you have obtained? 
 Year 10 or below 
 Year 12/ HSC 
 TAFE certificate/ diploma 
 University degree 
 Higher degree (postgraduate) 
 
 
5. In which country were you born? 
 Australia 
 Other: ……………………………… 
6. Do you speak a language other than 
English? 
 No 
 Yes: ……………………………… 
 
7. Do you identify with a particular 
religion? 
 No 
 Yes: ……………………………… 






 Other: …………………………… 
9. In the past month, have you accessed 
support for your emotional or mental 
health, such as information or advice, 
from a mental health worker? (e.g. 
social worker, counsellor, psychologist) 
 I prefer not to answer this question 
 Yes 
 No 
10. If “YES”, please provide detail on the 








11. In general, would you say your physical 
health is: 
 Excellent 






12. Your relationship to the ill patient is: 
 Family (e.g. spouse, daughter): 
…………………………………………... 
 Friend 





go to question 10 




13. How long have you known the ill patient? 




14. In that time, how long have provided 





15. Please circle the picture below which best describes the closeness of your relationship: 
 
 
16. The types of care/support I have 






 Other: ………………………………….. 
17. Over the past month, the ‘hands-on’ care 
or support that I have provided to the ill 
patient has been: 
 Daily (5-7 days per week) 
 Intermittent (2-4 days per week) 
 Occasional (1 or less days per week) 
 Rare (1 or less days per fortnight) 
 No ‘hands-on’ care involvement but 
still close 
* ‘Hands-on’ care or support includes the 
contribution to any of the needs of the patient: 
including physical care (e.g. bathing), 
practical help (e.g. shopping), and emotional 
support (e.g. visiting, talking on the phone). 
 
18. Do you feel that you can accept your 
situation and all that is happening? 
 No difficulty 
 Mild difficulty 
 Moderate difficulty 
 Strong difficulty 
 Severe difficulty 
      Extreme difficulty  
19. How well do you think the patient is 
coping with their illness? 
 Not at all 
 A little bit 
 Somewhat 
 Quite a bit 
 Very much 
 
 
20. How would you describe the ill patient’s current health status? 
 Relatively healthy 
 Seriously but not terminally ill 







Below you will find a list of statements. Please rate how true each statement is for you 
by circling a number next to it. Use the scale below to make your choice. 
 


















1. My painful experiences and memories make it 
difficult for me to live a life that I would value 
1 2 3 4 5 6 7 
2. I’m afraid of my feelings 1 2 3 4 5 6 7 
3. I worry about not being able to control my worries 
and feelings 
1 2 3 4 5 6 7 
4. My painful memories prevent me from having a 
fulfilling life 
1 2 3 4 5 6 7 
5. Emotions cause problems in my life 1 2 3 4 5 6 7 
6. It seems like most people are handling their lives 
better than I am 
1 2 3 4 5 6 7 






Below you will find a list of statements about discussions you have had with the patient. 
Using the scale below, indicate the extent to which you believe each statement reflects 
discussions you have had with the patient in the past 3 months.  
 
1 2 3 4 5 
Not at all    To a large 
extent 
 
1. I hardly talked with the patient about his/her illness 
because I did not want to make him/her sad 
1 2 3 4 5 
2. I was afraid to talk with the patient about the continuance 
of my life without him/her 
1 2 3 4 5 
3. I did not know what to do or say to the patient in his/her 
suffering 
1 2 3 4 5 
4. I avoided talking with the patient about his/her feelings and 
fears 
1 2 3 4 5 









Below and on the next page are domains of life that are valued by some people. We 
are interested in your subjective experience of your quality of life in each of these 
domains.  
 
One aspect of quality of life involves the importance one puts on the different domains 
of living. Rate the importance of each domain (by writing a number) during the past 
week on a scale of 1 to 10; 1 means that domain is not at all important, and 10 means 
that it is very important. Not everyone will value all of these domains, or value all 
domains the same. Rate each domain according to your own personal sense of 
importance.  
 
Note. Rate each value independently in terms of importance, please do not rank them. 
 
1 2 3 4 5 6 7 8 9 10 









1. Family relations (other than marriage or parenting)  
2. Marriage/ couples/ intimate relations  
3. Parenting  
4. Friendships/ social relations  
5. Employment  
6. Education/ training  
7. Recreation  
8. Spirituality  
9. Community  
10. Physical well-being  
11. Psychological well-being  
12. Financial security/ prosperity  







Next we would like you to give a rating of how consistent your actions are with each 
value. Everyone does better in some domains than others. We are NOT asking about 
your ideal in each domain. We want to know how you think you will have been doing 
during the past week. Rate each item (by writing a number) on a scale of 1 to 10; 1 
means that your actions have been fully inconsistent with your value, and 10 means 
that your actions have been fully consistent with your value.  
Note. The consistency of your actions with your values is not necessarily related to the 
importance you place on each value. 
 
1 2 3 4 5 6 7 8 9 10 








1. Family relations (other than marriage or parenting)  
2. Marriage/ couples/ intimate relations  
3. Parenting  
4. Friendships/ social relations  
5. Employment  
6. Education/ training  
7. Recreation  
8. Spirituality  
9. Community  
10. Physical well-being  
11. Psychological well-being  
12. Financial security/ prosperity  









Grief is a normal psychological and emotional process occurring in response to a 
significant loss. When someone close is diagnosed with a terminal illness, it is common 
to experience grief for current or past losses, such as future plans and their previous 
functioning and autonomy. They may also grieve for their impending death and 
subsequent losses for loved ones.   
 
Below is a particular set of symptoms commonly experienced by people who are 
grieving. Please read through each item and indicate your answer for each item by 
circling a number next to it.  
 
Part 1 
1 2 3 4 5 
Not at all At least once At least once 
a week 
At least once 
a day 
Several times a 
day 
 
For each item, please indicate how you have felt in the past month 
1. How often have you felt yourself longing or yearning for the 
person to be healthy again? 
1 2 3 4 5 
2. How often have you had intense feelings of emotional pain, 
sorrow, or pangs of grief related to the person’s illness? 
1 2 3 4 5 
3. How often have you tried to avoid reminders that the person 
is ill? 
1 2 3 4 5 
4. How often have you felt stunned, shocked, or dazed by the 
person’s illness? 
1 2 3 4 5 
 
Part 2 
1 2 3 4 5 
Not at all Slightly Somewhat Quite a bit Overwhelmingly 
 
For each item, please indicate how you currently feel 
5. Do you feel confusion about your role in life or a 
diminished sense of self (i.e. a feeling that a part of 
yourself has died)? 
1 2 3 4 5 
6. Have you had trouble accepting the person’s illness? 1 2 3 4 5 
7. Has it been hard for you to trust others since the person’s 
illness? 
1 2 3 4 5 
8. Do you feel bitter over the person’s illness? 1 2 3 4 5 
9. Do you feel that moving on (e.g. making new friends, 
pursuing new interests) would be difficult for you now? 
1 2 3 4 5 
10. Do you feel emotionally numb since the person’s illness? 1 2 3 4 5 
11. Do you feel that life is unfulfilling, empty, or meaningless 
since the person’s illness? 









For each item, please place a check mark to indicate your answer 
12. For items 1 or 2 above, if you circled 2-5 have you had the 
experience for at least 6 months (if applicable)? 
 No  Yes 
13. Have you experienced a significant reduction in social, 
occupational, or other important areas of functioning (e.g. 
domestic responsibilities)? 








Below are items that ask about how you are feeling. Please read each item and place a 
check mark next to the reply that comes closest to how you have been feeling in the 
past week. Don’t take too long over your replies; your immediate reaction to each item 
will probably be more accurate than a long thought-out response.  
 
1. I feel tense or ‘wound up’ 8. I feel as if I am slowed down 
 Most of the time 
 A lot of the time 
 From time to time (occasionally) 
 Not at all 
 Nearly all the time 
 Very often 
 Sometimes 
 Not at all 
2. I still enjoy the things I used to enjoy 9. I get a sort of frightened feeling like 
“butterflies” in the stomach 
 Definitely as much 
 Not quite as much 
 Only a little 
 Hardly at all 
 Not at all 
 Occasionally 
 Quite often 
 Very often 
3. I get a sort of frightened feeling as if 
something awful is about to happen 
10. I have lost interest in my appearance 
 Very definitely and quite badly 
 Yes, but not too badly 
 A little, but it doesn’t worry me 
 Not at all 
 Definitely 
 I don’t take as much care as I should 
 I may not take quite as much care 
 I take just as much care 
4. I can laugh and see the funny side of 
things 
11. I feel restless as I have to be on the 
move 
 As much as I always could 
 Not quite so much now 
 Definitely not so much now 
 Not at all 
 Very much indeed 
 Quite a lot 
 Not very much 
 Not at all 
5. Worrying thoughts go through my mind 12. I look forward with enjoyment to 
things 
 A great deal of the time 
 A lot of the time 
 From time to time, but not often 
 Only occasionally 
 As much as I ever did 
 Rather less than I used to 
 Definitely less than I used to 
 Hardly at all 
6. I feel cheerful 13. I get sudden feelings of panic 
 Not at all 
 Not often 
 Sometimes 
 Most of the time 
 Very often indeed 
 Quite often 
 Not very often 
 Not at all 




 Not often 
 Not at all 
 Often 
 Sometimes 
 Not often 






The statements below relate to your personal opinions and feelings about death and 
dying.  Read each statement carefully and then indicate the extent to which you agree 
by circling a number that best indicates your response. 
 
0 1 2 3 




1. The thought that my dying could be long and painful is unbearable 
to me 
0 1 2 3 
2. As painful as it is, I have a positive attitude towards the fact that 
people who are important to me will be dead one day 
0 1 2 3 
3. I am afraid of having to support another person someday when 
he/she is dying 
0 1 2 3 
4. I have  a positive attitude to the process of dying as a necessary 
stage in my life 
0 1 2 3 
5. I am frightened by the idea that all my thoughts and feelings will 
stop when I am dead 
0 1 2 3 
6. I am afraid of losing loved ones through death 0 1 2 3 
7. I feel fear at the very idea of dying slowly and in agony someday 0 1 2 3 
8. I find it unjust that even people who are close to me will be dead 
one day 
0 1 2 3 
9. I am afraid of seeing another person dying 0 1 2 3 
10. To me, the dying process means the completion of my life 0 1 2 3 
11. Thinking beyond the threshold of my death makes me feel afraid 0 1 2 3 
12. The thought that a person close to me will simply disappear due to 
death appalls me 
0 1 2 3 
13. The physical decline that accompanies a slow dying process 
disturbs me 
0 1 2 3 
14. I accept the death of people who are close to me 0 1 2 3 
15. I am afraid of talking with a dying person about his/her death 0 1 2 3 
16. The fact that I will someday die is something absolutely natural for 
me 
0 1 2 3 
17. The very idea that my entire personality will disappear forever with 
my death appalls me 
0 1 2 3 
18. The thought of losing people close to me forever through death 
frightens me 
0 1 2 3 
19. I am afraid of my dying being prolonged by medical equipment 0 1 2 3 
20. Basically, I am ready to accept that even people who are close to 
me will be dead one day 
0 1 2 3 
21. The idea of being in the presence of a dying person appalls me 0 1 2 3 





23. The idea that I will never be able to think and experience 
anything after my death disturbs me 
0 1 2 3 
24. The possibility of losing another person forever through death 
disturbs me 
0 1 2 3 
25. The thought of being left alone when I am dying someday is 
terrible for me 
0 1 2 3 
26. Ultimately, I am at peace with the fact that even people who are 
close to me have to die 
0 1 2 3 
27. I am afraid of having to support another person in his/her last 
hours 
0 1 2 3 
28. Basically, I am ready to accept that I have to die one day 0 1 2 3 
29. The thought that I will be dead someday makes me 
apprehensive 
0 1 2 3 
30. I am afraid of dying a painful death one day 0 1 2 3 
31. Inwardly, I resist the thought that people who are dear to me will 
be dead one day 
0 1 2 3 
32. The idea of a dying person asking me for comfort and support 
disturbs me 
0 1 2 3 
33. Somehow, the knowledge of my death is a part of my life that I 
view positively 
0 1 2 3 
34. The idea that my body will disappear after my death disturbs me 0 1 2 3 
35. I am afraid of being treated as a mere object when I lie dying 0 1 2 3 
36. My death is a part of a wider scheme of things that I treat 
positively 
0 1 2 3 
37. The possibility of losing my personal dignity when I am dying 
appalls me 
0 1 2 3 









Below is a list of statements that other people have said are important about social 
wellbeing when caring for someone. Please circle the response that most closely 
describes your current situation.  
 
1 2 3 4 5 
None of 
the time 




Most of the 
time 




1. Is there someone available to you whom you can count 
on to listen to you when you need to talk? 
1 2 3 4 5 
2. Is there someone available to give you good advice about 
a problem? 
1 2 3 4 5 
3. Is there someone available to you who shows you love 
and affection? 
1 2 3 4 5 
4. Is there someone available to help you with daily chores? 1 2 3 4 5 
5. Can you count on anyone to provide you with emotional 
support (talking over problems or helping you make a 
difficult decision)? 
1 2 3 4 5 
6. Do you have as much contact as you would like with 
someone you feel close to, someone in whom you can 
trust and confide? 






Below are a few questions asking for your opinion on the acceptability of completing 
this questionnaire. Please circle only one number per line using the scale below. 
 
1 2 3 4 5 
Strongly 
disagree 
Disagree Neither agree 
nor disagree 
Agree Strongly agree 
 
 
1. It was too long 1 2 3 4 5 
2. It was distressing 1 2 3 4 5 
3. It was helpful 1 2 3 4 5 
4. I would still complete the questionnaire now knowing 
what was asked 



















WHAT DO I DO NOW? 
 
Please send the completed questionnaire in the reply paid envelope 
provided. 
 
If you are feeling distressed after completing this questionnaire, and feel 
as though you would like support, please see below for some options 
available to you. 
 
• Research coordinator (Esther Davis): 1800 153 340 
• Social worker at Port Kembla Hospital Palliative Care Services 
 Joan Bourne:  
 Vivienne Connolly: 
 Rhonda Hunt: 
 4223 8000 (ask to be paged) 
 0423 020 330   
 0427 212 052 
• Australian Centre for Grief and Bereavement: 1800 642 066 
• Beyondblue: 1300 224 636 (24/7) 












Caregiver & Significant Other 
1 Month Follow-up 










ID No. _ _ _ _ 
Date _ _ / _ _ / _ _ _ _ 
 
CONFIDENTIALITY: 
We would like to ask you to complete the following questionnaire. All information will 
be treated as strictly confidential and your identity will not be revealed in any reports. 
The completed questionnaires will be kept separate from any information that could 
identify you and will be kept securely under lock and key. Please do not write your 
name on this questionnaire.  
 
INSTRUCTIONS: 
There are 7 sections to this questionnaire and it will take approximately 10-25 minutes 
to complete. The questions ask about your feelings, values, and the booklet and 
telephone support you received. You need not answer any questions that you don’t 
want to – just skip a question if this is the case. You can take breaks if you need them. 
Or you can stop the questionnaire at any time if you feel that you can’t continue. If you 
become distressed while completing this questionnaire and would like to talk with 
someone about how you are feeling, please let the research team or the medical team 







1. Since completing the last questionnaire, have you had any support for your emotional 
needs? This may include support for things such as stress, worry, low mood and grief, 
and be given by health professionals such as a social worker, counsellor or 
psychologist. 
 I prefer not to answer this question 
 Yes 
 No  
 
 





3. In general, would you say your physical 
health is: 
 Excellent 




4. Do you feel that you can accept 
your situation and all that is 
happening? 
 No difficulty 
 Mild difficulty 
 Moderate difficulty 
 Strong difficulty 
 Severe difficulty 




go to question 







Below you will find a list of statements about discussions you had with the patient prior 
to their death. Using the scale below, indicate the extent to which you believe each 
statement reflects discussions you had with the patient in the time period between 
completing the first questionnaire and their death.  
 




1 2 3 4 5 
Not at all    To a large 
extent 
 
1. I hardly talked with the patient about his/her illness 
because I did not want to make him/her sad 
1 2 3 4 5 
2. I was afraid to talk with the patient about the continuance 
of my life without him/her 
1 2 3 4 5 
3. I did not know what to do or say to the patient in his/her 
suffering 
1 2 3 4 5 
4. I avoided talking with the patient about his/her feelings 
and fears 
1 2 3 4 5 
5. I avoided talking with the patient about his/her close 
death 





Below you will find a list of statements. Please rate how true each statement is for you 
by circling a number next to it. Use the scale below to make your choice. 
 


















1. My painful experiences and memories make it 
difficult for me to live a life that I would value 
1 2 3 4 5 6 7 
2. I’m afraid of my feelings 1 2 3 4 5 6 7 
3. I worry about not being able to control my worries 
and feelings 
1 2 3 4 5 6 7 
4. My painful memories prevent me from having a 
fulfilling life 
1 2 3 4 5 6 7 
5. Emotions cause problems in my life 1 2 3 4 5 6 7 
6. It seems like most people are handling their lives 
better than I am 
1 2 3 4 5 6 7 






Below and on the next page are domains of life that are valued by some people. We 




One aspect of quality of life involves the importance one puts on the different domains 
of living. Rate the importance of each domain (by writing a number) during the past 
week on a scale of 1 to 10; 1 means that domain is not at all important, and 10 means 
that it is very important. Not everyone will value all of these domains, or value all 
domains the same. Rate each domain according to your own personal sense of 
importance.  
 
Note. Rate each value independently in terms of importance, please do not rank them. 
 
1 2 3 4 5 6 7 8 9 10 









1. Family relations (other than marriage or parenting)  
2. Marriage/ couples/ intimate relations  
3. Parenting  
4. Friendships/ social relations  
5. Employment  
6. Education/ training  
7. Recreation  
8. Spirituality  
9. Community  
10. Physical well-being  
11. Psychological well-being  
12. Financial security/ prosperity  








Next we would like you to give a rating of how consistent your actions are with each 
value. Everyone does better in some domains than others. We are NOT asking about 
your ideal in each domain. We want to know how you think you will have been doing 
during the past week. Rate each item (by writing a number) on a scale of 1 to 10; 1 
means that your actions have been fully inconsistent with your value, and 10 means 
that your actions have been fully consistent with your value.  
Note. The consistency of your actions with your values is not necessarily related to the 
importance you place on each value. 
 
1 2 3 4 5 6 7 8 9 10 








1. Family relations (other than marriage or parenting)  
2. Marriage/ couples/ intimate relations  
3. Parenting  
4. Friendships/ social relations  
5. Employment  
6. Education/ training  
7. Recreation  
8. Spirituality  
9. Community  
10. Physical well-being  
11. Psychological well-being  
12. Financial security/ prosperity  









Grief is a normal psychological and emotional process occurring in response to a 
significant loss. Below is a particular set of symptoms commonly experienced by 
people who are grieving. Please read through each item and indicate your answer for 
each item by circling a number next to it.  
 
Part 1 
1 2 3 4 5 
Not at all At least once At least once 
a week 
At least once 
a day 
Several times a 
day 
 
For each item, please indicate how you have felt in the past month 
1. How often have you felt yourself longing or yearning for the 
person you lost? 
1 2 3 4 5 
2. How often have you had intense feelings of emotional pain, 
sorrow, or pangs of grief related to the lost relationship? 
1 2 3 4 5 
3. How often have you tried to avoid reminders that the person 
you lost is gone? 
1 2 3 4 5 
4. How often have you felt stunned, shocked, or dazed by your 
loss? 




1 2 3 4 5 
Not at all Slightly Somewhat Quite a bit Overwhelmingly 
 
For each item, please indicate how you currently feel 
5. Do you feel confusion about your role in life or feel like you 
don’t know who you are (i.e. a feeling that a part of 
yourself has died)? 
1 2 3 4 5 
6. Have you had trouble accepting the loss? 1 2 3 4 5 
7. Has it been hard for you to trust others since your loss? 1 2 3 4 5 
8. Do you feel bitter over your loss? 1 2 3 4 5 
9. Do you feel that moving on (e.g. making new friends, 
pursuing new interests) would be difficult for you now? 
1 2 3 4 5 
10. Do you feel emotionally numb since your loss? 1 2 3 4 5 
11. Do you feel that life is unfulfilling, empty, or meaningless 
since your loss? 








For each item, please place a check mark to indicate your answer 
12. For items 1 or 2 above, have you experienced either of these 
symptoms at least daily and after 6 months have elapsed 
since the loss (if applicable)? 
 No  Yes 
13. Have you experienced a significant reduction in social, 
occupational, or other important areas of functioning (e.g. 
domestic responsibilities)? 






Below are items that ask about how you are feeling. Please read each item and place a 
check mark next to the reply that comes closest to how you have been feeling in the 
past week. Don’t take too long over your replies; your immediate reaction to each item 
will probably be more accurate than a long thought-out response.  
 
1. I feel tense or ‘wound up’ 8. I feel as if I am slowed down 
 Most of the time 
 A lot of the time 
 From time to time (occasionally) 
 Not at all 
 Nearly all the time 
 Very often 
 Sometimes 
 Not at all 
2. I still enjoy the things I used to enjoy 9. I get a sort of frightened feeling like 
“butterflies” in the stomach 
 Definitely as much 
 Not quite as much 
 Only a little 
 Hardly at all 
 Not at all 
 Occasionally 
 Quite often 
 Very often 
3. I get a sort of frightened feeling as if 
something awful is about to happen 
10. I have lost interest in my appearance 
 Very definitely and quite badly 
 Yes, but not too badly 
 A little, but it doesn’t worry me 
 Not at all 
 Definitely 
 I don’t take as much care as I should 
 I may not take quite as much care 
 I take just as much care 
4. I can laugh and see the funny side of 
things 
11. I feel restless as I have to be on the 
move 
 As much as I always could 
 Not quite so much now 
 Definitely not so much now 
 Not at all 
 Very much indeed 
 Quite a lot 
 Not very much 
 Not at all 
5. Worrying thoughts go through my mind 12. I look forward with enjoyment to 
things 
 A great deal of the time 
 A lot of the time 
 From time to time, but not often 
 Only occasionally 
 As much as I ever did 
 Rather less than I used to 
 Definitely less than I used to 
 Hardly at all 
6. I feel cheerful 13. I get sudden feelings of panic 
 Not at all 
 Not often 
 Sometimes 
 Most of the time 
 Very often indeed 
 Quite often 
 Not very often 
 Not at all 




 Not often 
 Not at all 
 Often 
 Sometimes 
 Not often 










Please help us improve our program by answering some questions about the booklet 
and telephone support you received as part of your participation in this research. We 
are interested in your honest opinions, whether they are positive or negative.  
 
 
1. Did you read the Being There booklet? 
 No, I did not read it because 
…………………………………………………………………………………………………
………………………………………………………………………………………………… 
 Yes, briefly 
 Yes, just parts that I felt were relevant to me 
 Yes, quite thoroughly 
 Yes, from start to finish 
 
2. Did you receive a telephone call from a researcher to support you in understanding 




If you answered “Yes” to question 1, please continue to the next 
question. 
If you answered “No” to question 1, please skip to question 14. 
 
 
The following questions ask about your opinion of the Being There booklet and 
telephone support. Please indicate your answer for each item by circling a number next 
to it. 
 
1 2 3 4 5 
Strongly 
disagree 
Disagree Neither agree 
nor disagree 
Agree Strongly agree 
 
1. The booklet was easy to understand 1 2 3 4 5 
2. The booklet contained too much information 1 2 3 4 5 
3. The exercises were easy to follow 1 2 3 4 5 
4. I could understand the purpose behind the exercises 1 2 3 4 5 
5. The booklet has helped me to be more accepting of my 
difficult thoughts and feelings 
1 2 3 4 5 
6. The booklet has helped me to do more of what is important 
to me 
1 2 3 4 5 
7. Overall, the booklet has helped me deal more effectively 
with my situation 
1 2 3 4 5 
8. I would recommend the booklet to others in my situation 1 2 3 4 5 
9. The telephone call helped me to understand the information 
and exercises better 
1 2 3 4 5 
10. I think the telephone call was an essential part of the 
program 




11. The table below documents the content from the Being There booklet that you received. Please read the names of the sections and 
exercises outlined in the first column. Place a tick in the second column next to the section(s) you have read and the exercise(s) you 
have completed. Place a tick in the third column next to the section(s)/exercise(s) you have returned to, that is, the section(s) you have 
read more than once and the exercise(s) you have completed more than once.  In the fourth column please indicate how helpful this 
material has been for you by circling the appropriate number on the scale provided.  
 
  
Being There booklet section/exercise Tick ( ) if you 
read this section/ 
completed this 
exercise 
Tick ( ) if you 
returned to this 
section/ exercise 
For the section(s)/exercise(s) that you have completed 
please circle how helpful the material has been for you 
 
 







INTRODUCTION   1 2 3 4 5 
WHAT’S TROUBLING YOU?   1 2 3 4 5 
Exercise 1 – Double, double toil and trouble   1 2 3 4 5 
CONTROL IS PART OF THE PROBLEM   1 2 3 4 5 
Exercise 2 – Whatever you do, don’t think 
about the lemon! 
  1 2 3 4 5 
Exercise 3 – Give me the money!   1 2 3 4 5 
Exercise 4 – Stuck in a loop   1 2 3 4 5 
PUTTING THE PIECES TOGETHER   1 2 3 4 5 
Exercise 5 – Pursuing Meaning diagram   1 2 3 4 5 




Being There booklet section/exercise Tick ( ) if you 
read this section/ 
completed this 
exercise 
Tick ( ) if you 
returned to this 
section/ exercise 
For the section(s)/exercise(s) that you have completed 
please circle how helpful the material has been for you 
 
 







ACCEPTING – OPENING UP   1 2 3 4 5 
Exercise 6 – Lolly acceptance   1 2 3 4 5 
Exercise 7 – Embodied acceptance   1 2 3 4 5 
Exercise 8 – Willingness certificate   1 2 3 4 5 
NOTICING – BEING AWARE   1 2 3 4 5 
Exercise 9 – Toe tapping and finger 
snapping 
  1 2 3 4 5 
Exercise 10 – Lolly noticing   1 2 3 4 5 
Exercise 11 – Leaves on a stream   1 2 3 4 5 
HERE & NOW – LIVING IN THE PRESENT   1 2 3 4 5 
Exercise 12 – Everyday noticing   1 2 3 4 5 
VALUES – WHAT WE LIVE FOR   1 2 3 4 5 
Exercise 13 – The Bull’s Eye   1 2 3 4 5 
Exercise 14 – Aiming for the bull’s eye   1 2 3 4 5 




Is there anything else you would like to say about the booklet or telephone support? 
Or anything about your experience of being part of this study? For example, likes/ 

















  WHAT DO I DO NOW? 
Please send the completed questionnaire in the reply paid envelope 
provided. 
If you are feeling distressed after completing this questionnaire, and 
feel as though you would like support, please see below for some options 
available to you. 
 
• Research coordinator (Esther Davis): 1800 153 340 
• Social worker at Port Kembla Hospital Palliative Care Services 
Joan Bourne:  
Vivienne Connolly: 
Rhonda Hunt: 
      4223 8000 (ask to be paged) 
      0423 020 330   
      0427 212 052 
• Australian Centre for Grief and Bereavement: 1800 642 066 
• Beyondblue: 1300 224 636 (24/7) 












Caregiver & Significant 
Other 
6 Month Follow-up 






Thank you very much for your help with this study 
 
ID No. _ _ _ _ 
Date _ _ / _ _ / _ _ _ _ 
 
CONFIDENTIALITY: 
We would like to ask you to complete the following questionnaire. All 
information will be treated as strictly confidential and your identity will not be 
revealed in any reports. The completed questionnaires will be kept separate 
from any information that could identify you and will be kept securely under 
lock and key. Please do not write your name on this questionnaire.  
 
INSTRUCTIONS: 
There are 5 sections to this questionnaire and it will take approximately 10-15 
minutes to complete. The questions ask about your feelings, values and the 
booklet you received. You need not answer any questions that you don’t want 
to – just skip a question if this is the case. You can take breaks if you need 
them. Or you can stop the questionnaire at any time if you feel that you can’t 
continue. If you become distressed while completing this questionnaire and 
would like to talk with someone about how you are feeling, please let the 








1. Since completing the last questionnaire, have you had any support for your emotional 
needs? This may include support for things such as stress, worry, low mood and grief, and 
be given by health professionals such as a social worker, counsellor or psychologist. 
 I prefer not to answer this question 
 Yes 
 No  
 





3. In general, would you say your physical 
health is: 
 Excellent 





4. Do you feel that you can accept your 
situation and all that is happening? 
 No difficulty 
 Mild difficulty 
 Moderate difficulty 
 Strong difficulty 
 Severe difficulty 




Below you will find a list of statements. Please rate how true each statement is for you 
by circling a number next to it. Use the scale below to make your choice. 
 


















1. My painful experiences and memories make it difficult 
for me to live a life that I would value 
1 2 3 4 5 6 7 
2. I’m afraid of my feelings 1 2 3 4 5 6 7 
3. I worry about not being able to control my worries and 
feelings 
1 2 3 4 5 6 7 
4. My painful memories prevent me from having a fulfilling 
life 
1 2 3 4 5 6 7 
5. Emotions cause problems in my life 1 2 3 4 5 6 7 
6. It seems like most people are handling their lives better 
than I am 
1 2 3 4 5 6 7 
7. Worries get in the way of my success 1 2 3 4 5 6 7 
go to question 2 






Below and on the next page are domains of life that are valued by some people. We 




One aspect of quality of life involves the importance one puts on the different domains 
of living. Rate the importance of each domain (by writing a number) during the past 
week on a scale of 1 to 10; 1 means that domain is not at all important, and 10 means 
that it is very important. Not everyone will value all of these domains, or value all 
domains the same. Rate each domain according to your own personal sense of 
importance.  
 
Note. Rate each value independently in terms of importance, please do not rank them. 
 
1 2 3 4 5 6 7 8 9 10 








1. Family relations (other than marriage or parenting)  
2. Marriage/ couples/ intimate relations  
3. Parenting  
4. Friendships/ social relations  
5. Employment  
6. Education/ training  
7. Recreation  
8. Spirituality  
9. Community  
10. Physical well-being  
11. Psychological well-being  
12. Financial security/ prosperity  










Next we would like you to give a rating of how consistent your actions are with each 
value. Everyone does better in some domains than others. We are NOT asking about 
your ideal in each domain. We want to know how you think you will have been doing 
during the past week. Rate each item (by writing a number) on a scale of 1 to 10; 1 
means that your actions have been fully inconsistent with your value, and 10 means 
that your actions have been fully consistent with your value.  
Note. The consistency of your actions with your values is not necessarily related to the 
importance you place on each value. 
 
1 2 3 4 5 6 7 8 9 10 








1. Family relations (other than marriage or parenting)  
2. Marriage/ couples/ intimate relations  
3. Parenting  
4. Friendships/ social relations  
5. Employment  
6. Education/ training  
7. Recreation  
8. Spirituality  
9. Community  
10. Physical well-being  
11. Psychological well-being  
12. Financial security/ prosperity  









Grief is a normal psychological and emotional process occurring in response to a 
significant loss. Below is a particular set of symptoms commonly experienced by 
people who are grieving. Please read through each item and indicate your answer for 
each item by circling a number next to it.  
 
Part 1 
1 2 3 4 5 
Not at all At least once At least once 
a week 
At least once 
a day 
Several times a 
day 
 
For each item, please indicate how you have felt in the past month 
1. How often have you felt yourself longing or yearning for 
the person you lost? 
1 2 3 4 5 
2. How often have you had intense feelings of emotional 
pain, sorrow, or pangs of grief related to the lost 
relationship? 
1 2 3 4 5 
3. How often have you tried to avoid reminders that the 
person you lost is gone? 
1 2 3 4 5 
4. How often have you felt stunned, shocked, or dazed by 
your loss? 




1 2 3 4 5 
Not at all Slightly Somewhat Quite a bit Overwhelmingly 
 
For each item, please indicate how you currently feel 
5. Do you feel confusion about your role in life or feel like 
you don’t know who you are (i.e. a feeling that a part of 
yourself has died)? 
1 2 3 4 5 
6. Have you had trouble accepting the loss? 1 2 3 4 5 
7. Has it been hard for you to trust others since your loss? 1 2 3 4 5 
8. Do you feel bitter over your loss? 1 2 3 4 5 
9. Do you feel that moving on (e.g. making new friends, 
pursuing new interests) would be difficult for you now? 
1 2 3 4 5 
10. Do you feel emotionally numb since your loss? 1 2 3 4 5 
11. Do you feel that life is unfulfilling, empty, or meaningless 
since your loss? 








For each item, please place a check mark to indicate your answer 
12. For items 1 or 2 above, have you experienced either of 
these symptoms at least daily and after 6 months have 
elapsed since the loss (if applicable)? 
 No  Yes 
13. Have you experienced a significant reduction in social, 
occupational, or other important areas of functioning (e.g. 
domestic responsibilities)? 






Below are items that ask about how you are feeling. Please read each item and place a 
check mark next to the reply that comes closest to how you have been feeling in the 
past week. Don’t take too long over your replies; your immediate reaction to each item 
will probably be more accurate than a long thought-out response.  
 
1. I feel tense or ‘wound up’ 8. I feel as if I am slowed down 
 Most of the time 
 A lot of the time 
 From time to time (occasionally) 
 Not at all 
 Nearly all the time 
 Very often 
 Sometimes 
 Not at all 
2. I still enjoy the things I used to enjoy 9. I get a sort of frightened feeling like 
“butterflies” in the stomach 
 Definitely as much 
 Not quite as much 
 Only a little 
 Hardly at all 
 Not at all 
 Occasionally 
 Quite often 
 Very often 
3. I get a sort of frightened feeling as if 
something awful is about to happen 
10. I have lost interest in my appearance 
 Very definitely and quite badly 
 Yes, but not too badly 
 A little, but it doesn’t worry me 
 Not at all 
 Definitely 
 I don’t take as much care as I should 
 I may not take quite as much care 
 I take just as much care 
4. I can laugh and see the funny side of 
things 
11. I feel restless as I have to be on the 
move 
 As much as I always could 
 Not quite so much now 
 Definitely not so much now 
 Not at all 
 Very much indeed 
 Quite a lot 
 Not very much 
 Not at all 
5. Worrying thoughts go through my mind 12. I look forward with enjoyment to 
things 
 A great deal of the time 
 A lot of the time 
 From time to time, but not often 
 Only occasionally 
 As much as I ever did 
 Rather less than I used to 
 Definitely less than I used to 
 Hardly at all 
6. I feel cheerful 13. I get sudden feelings of panic 
 Not at all 
 Not often 
 Sometimes 
 Most of the time 
 Very often indeed 
 Quite often 
 Not very often 
 Not at all 




 Not often 
 Not at all 
 Often 
 Sometimes 
 Not often 













  WHAT DO I DO NOW? 
Please send the completed questionnaire in the reply paid envelope 
provided. 
If you are feeling distressed after completing this questionnaire, and 
feel as though you would like support, please see below for some options 
available to you. 
 
• Research coordinator (Esther Davis): 1800 153 340 
• Social worker at Port Kembla Hospital Palliative Care Services 
Joan Bourne:  
Vivienne Connolly: 
Rhonda Hunt: 
4223 8000 (ask to be paged) 
0423 020 330   
0427 212 052 
• Australian Centre for Grief and Bereavement: 1800 642 066 
• Beyondblue: 1300 224 636 (24/7) 















Clinical Staff Survey             
Psychological distress and intervention for carers of 







Thank you for your help with this study 
 
  
Date _ _ / _ _ / _ _ _ _ 
*Carers refers to both the primary caregiver and any significant others 
who are close to the patient 
 
CONFIDENTIALITY: 
This questionnaire is anonymous and all information will be treated as 
strictly confidential. Please do not write your name on this questionnaire.  
 
INSTRUCTIONS: 
There are 6 sections to this questionnaire and it will take approximately 10-
15 minutes to complete. You will be asked for details about yourself and 







Please provide the following details about yourself: 
 
1. Age range: 
 





     50-59 
     60+ 
 
 Male      Female 
3. What is your current occupation? 
 
        
………………………………………………
… 
4. How many months or years have you 





5. What proportion of time do you spend working in inpatient versus community?  
(Total will add to 100%) 
 
Inpatient: ………..% of the time                     Community: …….….% of the time   
6. A research project associated with this survey has been undertaken amongst 
patients and carers at your unit. Have you been directly involved in the 
recruitment to this project? 










1. Social workers bring a range of skills to a palliative care setting to alleviate 
psychological distress and provide appropriate intervention and /or referral for 
patients and family/carers in palliative care. The range of skills include: 
• Psychosocial assessment and referral 
• Counselling (e.g., grief and loss, crisis intervention, brief therapy) 
• Advocacy 
• Assistance in navigating health and community systems and coordinating 
services 
• Consultation and staff support 
 
First, to the left of the bold line, please indicate what you think the current level of need 
is for social worker skills in your service. 
0 1 2 3 
No need Low need Moderate need High need 
Second, to the right of the bold line, please indicate the extent to which you think the 
need is currently met for social worker skills in your service. 
N P F 
Not at all Partially Fully 
 
 
 Need level Extent need 
met 
a) Psychosocial assessment and referral 0 1 2 3 N P F 
b) Counselling 0 1 2 3 N P F 
c) Advocacy 0 1 2 3 N P F 
d) Assistance navigating systems and 
coordinating services  
0 1 2 3 N P F 







2. Psychologists potentially bring a range of 
skills to a palliative care setting that are 
complementary and supplementary to the 
skills of social workers: 
• Psychological assessment and therapy 
for patients and family (see box for 
examples) 
• Consultation and staff support 
• Research on major issues relevant to 
the end-of-life, including service 
evaluation 
 
First, to the left of the bold line, please indicate 
what you think the current level of need is for psychologist skills in your service. 
0 1 2 3 
No need Low need Moderate need High need 
Second, to the right of the bold line, please indicate the extent to which you think the 
need is currently met for psychologist skills in your service. 
N P F 
Not at all Partially Fully 
 
 
 Need level Extent need 
met 
a) Psychological assessment 0 1 2 3 N P F 
b) Psychological therapy 0 1 2 3 N P F 
c) Consultation and staff support 0 1 2 3 N P F 
d) Research 0 1 2 3 N P F 
 
o Anxiety, depression, grief and 
general adjustment disorders 
o Existential and spiritual distress 
o Problems with personal 
relationships, including 
communication with health care 
professionals 
o Psychosexual difficulties 
o Substance use issues 
o Suicidal and self-harm issues 
o Psychosis 








In general terms, psychological distress refers to an unpleasant emotional experience 
(e.g., depression, anxiety, grief). It exists along a continuum of intensity, ranging from 
manageable or less challenging levels to those that may be experienced as disabling 
and interferes with the ability to cope effectively. It is clear that psychological distress  
is a normal experience for carers to have when their loved one is dying. We are 
interested in learning about your confidence in distinguishing between “normal” and 
“abnormal” psychological distress and in managing it among carers you see. We 
understand that determining “normal” from “abnormal” psychological distress is difficult 
and are interested in your confidence around making these judgments. 
 
Please rate your confidence in the below tasks. 
                        
         1 2 3 4 









a) Being able to recognize that a carer might have normal 
levels of psychological distress 
1 2 3 4 
b) Knowing with whom to raise concerns about a carer who 
might have abnormal psychological distress 
1 2 3 4 
c) Being able to recognize that a carer might have abnormal 
levels of psychological distress 
1 2 3 4 
d) Knowing what the signs and symptoms of abnormal 
psychological distress are 
1 2 3 4 
e) Discussing referral or support options for abnormal 
psychological distress with a carer 
1 2 3 4 
f) Knowing when it is time to raise concerns about a carer 
who might have abnormal psychological distress 
1 2 3 4 
g) Asking carers about their feelings  1 2 3 4 
h) Consulting with other staff members about carers’ 
psychological wellbeing 
1 2 3 4 
i) Differentiating between a carer who might be depressed or 
anxious or is responding with grief to their current situation 
1 2 3 4 
j) My ability to inform and educate carers about 
psychological distress 
1 2 3 4 
k) Telling the difference between signs of depression, anxiety 
or grief 
1 2 3 4 
l) Understanding how psychological distress affects carers 1 2 3 4 
m) Supporting family/friends of carers with abnormal levels of 
distress 
1 2 3 4 
n) Monitoring signs of psychological distress among carers to 
see if things improve or become worse 
1 2 3 4 
o) Responding to expressions of helplessness or 
hopelessness from carers 
1 2 3 4 
p) Listening to carers talk about their feelings or mood 1 2 3 4 
q) Overall, in providing care for carers with abnormal 
psychological distress 








This section asks for your opinion on grief reactions in carers of patients in palliative 
care.  
 
1. What percentage of carers do you think develop “abnormal” grief following the 








2. There is an “abnormal” form of grief to be included in the International 
Classification of Diseases 11th Revision. It is known as Prolonged Grief Disorder 
(PGD) and is described as debilitating persistent grief reactions postdeath (see 
criteria on next page). 
 
Please indicate the extent to which you agree with the following statements about 
PGD. 
 
         1 2 3 4 5 
Strongly 
disagree 





a) I have seen examples of PGD amongst carers 1 2 3 4 5 
b) I think that recognition of PGD may lead to the 
pathologisation of “normal” grief 1 2 3 4 5 
c) Categorising grief in this way will leave little room for 
individual and cultural differences in grief expression 1 2 3 4 5 
d) Diagnosing PGD will increase carer likelihood of 
getting the best help possible  1 2 3 4 5 
e) I see this diagnosis as part of a current trend in 
psychology to pathologise normal reactions 1 2 3 4 5 
f) I believe that PGD is distinct from other disorders like 
depression and anxiety 1 2 3 4 5 
g) I support the inclusion of PGD as a recognised 






Prolonged Grief Disorder criteria in ICD-11 
G. Event criterion 
Death of a close other 
H. Separation distress 
Both of the following daily or to a disabling degree: 
1. Yearning or longing for the deceased  
2. Intense feelings of emotional pain, sorrow, or pangs of grief  
I. Cognitive, emotional, or behavioural symptoms 
Five or more of the following daily or to a disabling degree: 
1. Confusion about one’s role in life or diminished sense of self 
2. Difficulty accepting the loss 
3. Avoidance of reminders of the reality of the loss 
4. Inability to trust others since the loss 
5. Bitterness or anger related to the loss 
6. Difficulty moving on with life (e.g., making new friends, pursuing interests) 
7. Emotional numbness since the loss 
8. Feeling that life is unfulfilling, empty, or meaningless since the loss 
9. Feeling stunned, dazed, or shocked by the loss 
J. Duration 
At least 6 months have passed since the death 
K. Impairment 
The disturbance causes clinically significant impairment in social, occupational, or 
other important areas of functioning 
L. Relationship to other mental disorders 
The disturbance is not better accounted for by major depressive disorder, generalized 





This section asks for your opinion on psychological intervention for grief in carers of 
patients in palliative care. 
 
Please indicate the extent to which you agree with the following statements about 
psychological intervention for grief (pre- or post-loss). 
1 2 3 4 5 
Strongly 
disagree 






a) Getting professional help for grief should be a last 
resort 1 2 3 4 5 
b) It is always best to leave people to move through 
grief in their own way and in their own time 1 2 3 4 5 
c) Any psychological intervention disrupts a natural 
grieving process 
1 2 3 4 5 
d) Psychological intervention can be valuable to people 
who feel they are struggling with their grief 









We are interested in your opinion on a guided self-help intervention for carers to help 
them manage psychological distress (e.g. depression, anxiety, grief). Guided self-help 
refers to a standardized psychological resource, which includes information, exercises 
and strategies, that the client takes home and works through more or less 
independently. The resource can be in book form or made available through other 
media (e.g. online). A therapist is minimally involved and focuses on helping the client 
work through the resource.  
 
1. Please indicate the extent of your experience with guided self-help interventions 
(whether personally or indirectly through someone you know). We refer to 





 Just a little 
experience 
 
 Quite a bit of 
experience 
 
 A great deal 
of experience 
 
2. Please indicate the extent to which you agree with the following statements about 
guided self-help for carer psychological distress. 
1 2 3 4 5 
Strongly 
disagree 





a) I think guided self-help is an acceptable approach to 
help with a carer’s psychological distress 1 2 3 4 5 
b) I would be willing to suggest guided self-help to carers 
I see 1 2 3 4 5 
c) There might be risks for carers in undergoing guided 
self-help for psychological distress 
1 2 3 4 5 
d) I believe guided self-help would be an effective 
approach to help carers manage their psychological 
distress 
1 2 3 4 5 
e) Overall, I feel positive toward guided self-help for 
carers 
1 2 3 4 5 
 




 WHAT DO I DO NOW? 
 
Please place the completed questionnaire in the box provided. 
 
If you have any questions about the questionnaire or project, please do 
not hesitate to contact Esther Davis (Research Coordinator) on 1800 153 340 
 
 
 
